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FAMILIY  SUPPORT  FOR  FAMILIES  OF 
CHILDREN  WITH  DISABILITIES 


TUESDAY,  MAY  10,  1994 

U.  S.  Senate, 
Subcommittee  on  Disability  Poucy,  Committee  on  Labor 

AND  Human  Resources, 

Washington,  DC. 
The  committee  met,  pursuant  to  notice,  at  9:40  a.m.,  in  room 
SD— 430,  Dirksen  Senate  Office  Building,  Senator  Tom  Harkin  pre- 
siding. 
Present:  Senators  Harkin  and  Durenberger, 

Opening  Statement  of  Senator  Harkin 

Senator  Harkin.  The  Senate  Subcommittee  on  Disability  Policy 
will  come  to  order. 

For  the  past  18  months,  families  of  children  with  disabilities 
from  Iowa  and  throughout  the  country,  together  with  the  Consor- 
tium for  Citizens  with  Disabilities,  have  worked  to  develop  rec- 
ommendations for  Federal  legislation  on  family  support  for  families 
of  children  with  disabilities.  The  results  of  these  broad-based  grass- 
roots efforts  are  reflected  in  a  draft  bill,  called  the  "Families  of 
Children  with  Disabilities  Support  Act  of  1994." 

The  purpose  of  this  hearing  is  to  discuss  this  draft  bill  and  the 
need  for  Federal  legislation  to  facilitate  the  provision  of  family  sup- 
port for  families  of  children  with  disabilities  as  part  of  our  national 
disability  policy.  It  is  my  intention  to  introduce  the  bill  within  the 
next  few  weeks  and  work  to  ensure  that  it  is  enacted  into  law  be- 
fore the  end  of  this  Congress. 

Let  me  briefly  explain  why  I  believe  this  legislation  is  necessary. 
When  Congress  enacted  the  Americans  with  Disabilities  Act  in 
1990,  we  did  more  than  pass  comprehensive  civil  rights  legislation. 
We  also  enunciated  the  fundamental  precept  of  our  national  dis- 
ability policy,  that  disability  is  a  natural  part  of  the  human  experi- 
ence which  in  no  way  diminishes  the  fundamental  right  of  individ- 
uals with  disabilities  to  live  independently,  to  enjoy  self  determina- 
tion, to  make  choices,  to  contribute  to  society,  and  to  enjoy  full  in- 
clusion in  all  aspects  of  American  society. 

On  the  day  the  Senate  passed  the  ADA,  I  made  a  dedication.  I 
said  that,  "All  across  our  Nation,  mothers  are  giving  birth  to  in- 
fants with  disabilities,  so  I  want  to  dedicate  the  Americans  with 
Disabilities  Act  to  these,  the  next  generation  of  children  and  their 
families." 

(1) 


"With  the  passage  of  the  ADA,"  I  said,  "we,  as  a  society,  make 
a  pledge  that  every  child  with  a  disability  will  have  the  opportunity 
to  maximize  his  or  her  potential  to  live  proud,  productive,  and  pros- 
perous lives  in  the  mainstream  of  our  society.  We  love  you  all  and 
welcome  you  into  the  world.  We  look  forward  to  becoming  your 
friends,  your  neighbors,  and  your  coworkers.  We  say  that  whatever 
you  decide  is  your  goal,  go  for  it.  The  doors  are  opening  and  the 
Darriers  are  coming  down. 

That  is  what  I  said  in  1990.  The  unfortunate  truth  is  that  our 
current  system  of  services  does  not  empower  families  to  raise  their 
children  with  disabilities  at  home  and  in  their  communities.  I  be- 
lieve the  Families  of  Children  with  Disabilities  Support  Act  of  1994 
will  help  us  transform  the  current  State  systems,  which  foster  de- 
pendence, separation,  and  paternalism,  into  systems  that  foster  in- 
clusion, independence,  and  empowerment. 

This  bill  assists  States,  through  systems  change  grants,  to  de- 
velop or  expand  and  improve  family-centered  and  family-directed, 
community-centered,  comprehensive,  statewide  systems  of  family 
supports  tor  families  of  children  with  disabilities  that  are  true  to 
the  precepts  of  the  ADA. 

I  think  this  year  is  most  important  that  we  close  the  loop  on  the 
ADA,  fill  in  some  of  the  blanks,  especially  when  we  are  talking 
about  health  care  reform  this  year,  and  early  next  year,  welfare  re- 
form. We  have  to  make  sure  that  tnis  system  is  changed  to  be  more 
family-centered,  to  make  sure  that  families  have  the  kind  of  sup- 
port they  need  so  that  children  with  disabilities  can  enjoy  the  full 
inclusion  that  was  mandated  in  the  Americans  with  Disabilities 
Act. 

I  especially  want  to  thank  the  witnesses  who  are  here  today.  I 
also  want  to  thank  Andy  Bacon  and  Bob  Silverstein  for  their  great 
help  in  meeting  with  people  early  on  and  working  out  the  details 
of  tnis  legislation,  getting  it  put  together  in  a  form  that  I  think  we 
can  get  through,  hopefully  without  too  many  problems,  this  year. 
It  is  nice  to  have  Andy  back  down  here  from  New  York.  You  can 
come  back  anytime  you  want,  Andy. 

FAMILIES  OF  CHILDREN  WITH  DISABILITIES  SUPPORT  ACT — BRIEF 

SUMMARY 

For  the  past  year,  families  of  children  with  disabilities  from  all 
over  the  country,  together  with  the  Consortium  for  Citizens  with 
Disabilities  (CuD),  have  worked  to  develop  recommendations  for 
Federal  legislation  on  family  support  for  families  of  children  with 
disabilities.  These  recommendations  were  reviewed  with  staff  of  the 
Senate  Subcommittee  on  Disability  Policy  who  facilitated  further 
discussions  with  families  from  many  States  and  CCD  representa- 
tives. The  results  of  these  broad-based,  grassroots  efforts  are  re- 
flected in  a  bill  to  authorize  the  Families  of  Children  with  Disabil- 
ities Support  Act  of  1994. 

The  bill  reflects  the  experiences  of  a  growing  number  of  families 
who  are  searching  for  ways  to  access  the  services,  supports,  re- 
sources, and  other  assistance  they  need  to  raise  their  children  with 
disabilities  at  home  and  in  their  communities.  Families  are  begin- 
ning to  work  in  partnership  with  the  public  sector  to  reshape  the 
service  system  to:  support,  and  not  supplant,  the  family;  strengthen 


the  role  of  the  family  as  primary  caregiver;  and  enable  families  to 
be  the  primary  decision-makers  about  the  supports  and  services 
they  need  to  address  their  priorities.  At  the  heart  of  the  bill  is  an 
effort  to  promote  a  stronger  partnership  between  State  government 
and  families  of  children  with  disabilities  to  develop  a  statewide  sys- 
tem of  family  support,  in  which  family  members  have  a  stronger 
voice  in  determining  the  public  policies  that  effect  their  lives  and 
the  lives  of  their  children. 

The  major  focus  of  the  bill  is  to  provide  competitive  grants  to 
States  to  develop  or  enhance  statewide  systems  of  family  support. 
The  bill  recognizes  that  States  have  different  levels  of  development 
of  statewide  systems  of  family  support.  For  States  that  are  just  be- 
ginning to  develop  family  support  systems,  the  bill  allows  them  to 
apply  for  State  grants  to  "develop  and  implement"  these  systems. 
States  that  have  made  significant  progress  in  the  development  of 
family-centered  and  family-directed  approaches  to  family  support, 
may  apply  for  State  grants  to  "expand  and  enhance"  statewide  sys- 
tems of  family  support. 

The  bill  is  not  intended  to  provide  support  for  direct  services  to 
families  of  children  with  disabihties  or  to  create  new  entitlements. 
It  is  designed  as  a  "systems  change"  bill  to  assist  States  and  fami- 
lies to  work  in  partnership  to  develop  statewide  systems  of  family 
support  that  are  family-centered  and  family  directed  and  that  use 
existing  resources  more  efficientlv.  It  is  intended  to  address  the 
priorities  and  concerns  of  those  families  who  want  to  raise  their 
children  with  disabilities  at  home  and  in  their  communities. 

Below  is  a  summary  of  the  proposed  bill: 

FINDINGS.  The  findings  of  the  bill  recognize,  among  other 
things,  that:  children  benefit  from  enduring  family  relationships  in 
a  nurturing  home  environment;  many  families  experience  excep- 
tionally high  financial  outlays  and  si^ificant  physical  and  emo- 
tional challenges  in  meeting  the  special  needs  of  their  children 
with  disabilities;  there  are  financial  disincentives  for  families  to 
care  for  their  children  with  disabilities  at  home;  supporting  fami- 
lies to  care  for  their  children  with  disabilities  at  home  is  efficient 
and  cost-effective;  and  there  is  a  need  for  statewide,  comprehen- 
sive, coordinated,  interagency  systems  of  family  support  that,  is 
family-centered  and  family-directed,  easily  accessible,  and  that 
avoids  duplication,  uses  existing  resources  more  efficiently,  and 
prevents  gaps  in  services. 

PURPOSE.  The  purpose  of  the  bill  is  to  0)  provide  financial  as- 
sistance to  States  to  support  systems  change  and  advocacy  activi- 
ties to  assist  each  State  to  develop  and  implement,  or  expand  and 
enhance,  a  statewide  system  of  family  support  for  families  of  chil- 
dren with  disabilities  and  to  ensure  the  full  participation,  choice 
and  control  by  families  of  children  with  disabilities;  (2)  identify 
Federal  policies  that  facilitate  or  impede  the  provision  of  family 
support;  and  (3)  enhance  the  ability  of  the  Federal  Government  to 
provide  technical  assistance  and  information  to  States,  conduct  a 
national  evaluation  of  the  program  of  grants  to  States,  and  provide 
funding  for  model  demonstration  and  innovation  projects. 

POLICY.  The  bill  states  that  it  is  the  policy  of  the  United  States 
that  all  activities  carried  out  under  this  Act  shall  be  family-cen- 
tered and  family-directed,  and  shall  be  consistent  with  the  follow- 


ing  principles:  family  support  must  focus  on  the  needs  of  the  entire 
family;  families  should  oe  supported  in  determining  their  own 
needs  and  in  making  decisions  concerning  necessary,  desirable,  and 
appropriate  services;  families  should  play  decision-making  roles  in 
policies  and  programs  that  affect  their  lives;  family  needs  change 
over  time,  and  family  support  must  be  flexible,  and  responsive  to 
the  unique  needs,  strengths  and  cultural  values  of  the  family;  fam- 
ily support  is  proactive  and  not  solely  in  response  to  a  crisis;  fami- 
lies should  be  supported  in  promoting  the  integration  and  inclusion 
of  their  children  with  disabilities  into  the  community;  family  sup- 
port should  promote  the  use  of  existing  social  networks,  strengthen 
natural  sources  of  support,  and  help  build  connections  to  existing 
community  resources;  youth  with  disabilities  should  be  involved  in 
decision-making  about  their  own  lives;  and  services  and  supports 
must  be  provided  in  a  manner  that  demonstrates  respect  for  indi- 
vidual dignity,  personal  responsibility,  self-determination,  personal 
preferences  and  cultural  differences. 

GRANTS  TO  STATES.  The  bill  authorizes  grants  to  States  to  be 
awarded  on  a  competitive  basis  for  a  period  of  3  years.  Grants  may 
range  fi-om  $200,000  to  $500,000  based  on  the  amounts  available 
and  the  child  population  of  the  State.  The  bill  directs  the  Secretary 
to  award  grants  to  States  in  a  manner  that  is  geographically  equi- 
table and  distributes  the  grants  among  States  that  have  differing 
levels  of  development  of  statewide  systems  of  family  support. 

In  order  to  receive  a  grant,  States  must  submit  an  application 
with  specified  information  and  assurances,  including: 

— ^The  designation  of  a  lead  entity  in  the  State,  wnich  may  be  an 
office  or  commission  of  the  Governor,  a  public  agency,  an  estab- 
lished council,  or  another  appropriate  office,  agency,  or  entity. 

— ^The  establishment  of  a  State  Family  Support  Policy  Council, 
comprised  of  a  majority  of  family  members  of  children  with  disabil- 
ities or  individuals  with  disabilities,  and  State  agency  representa- 
tives, and  others.  The  Council  shall  meet  quarterly  and  advise  and 
assist  the  lead  entity  in  the  development  and  implementation  of  a 
statewide  system  of  family  support.  Established  Councils  that  are 
comparable  to  the  Council  required  may  be  designated  as  the  State 
Family  Support  Policy  Council. 

— A  preliminary  plan,  and  a  description  of  the  steps  that  the 
State  will  take  to  develop  a  strategic  plan.  A  State  receiving  a 
grant  must,  within  the  first  year,  prepare  and  submit  a  strategic 
plan  designed  to  achieve  the  purposes  and  policy  of  this  Act.  The 
plan  must  be  developed  by  the  lead  entity  in  conjunction  with  the 
State  Family  Support  Policy  Council,  ana  must  be  updated  annu- 
ally. 

— An  assurance  that  families  are  actively  involved  in  all  aspects 
of  the  State  program. 

— An  assurance  that  the  State  will  submit  an  annual  progress  re- 
port that  documents  progress  in  developing  and  implementing,  or 
expanding  and  enhancing,  a  statewide  system  of  family  support. 

— An  assurance  that  the  State  will  expend  at  least  65  percent  of 
the  funds  made  available  on  grants  and  contracts  to  conduct  au- 
thorized activities.  The  bill  describes  a  number  of  authorized  activi- 
ties that  a  State  may  carry  out  to  accomplish  the  purpose  of  the 
Act.   These   activities   include   training  and   technical   assistance. 


interagency  coordination,  support  of  local  and  regional  councils, 
outreach,  advocacy,  policy  studies,  hearings  and  forums,  and  public 
awareness  and  education. 
The  bill  specifies  that  grant  applications  shall  be  reviewed  by 

Eanels  of  experts  that  are  composed  of  a  majority  of  family  mem- 
ers, 

TECHNICAL  ASSISTANCE.  The  bill  authorizes  the  Secretary  to 
provide,  through  grants,  contracts  or  cooperative  agreements,  tech- 
nical assistance  and  information  with  respect  to  the  development 
and  implementation,  or  expansion  and  enhancement,  of  a  statewide 
system  of  family  support.  The  technical  assistance  and  information 
shall  be  provided  to  the  lead  entity,  the  State  Family  Support  Pol- 
icy Council,  families,  advocates,  service  providers,  ana  policy- 
makers. 

EVALUATION.  The  bill  authorizes  the  Secretary  to  conduct, 
through  grants,  contracts  or  cooperative  agreements,  a  national 
evaluation  of  the  program  of  grants  to  States. 

PROJECTS  OP  NATIONAL  SIGNIFICANCE.  The  bill  authorizes 
the  Secretary  to  conduct  a  study  to  review  Federal  programs  to  de- 
termine the  extent  to  which  tnese  programs  facilitate  or  impede 
family  support.  The  Secretary  may  also  fund  demonstration  and  in- 
novation projects  to  support  the  development  of  national  and  State 
policies  and  practices  related  to  family  support. 

AUTHORIZATION  OP  APPROPRIATIONS.  The  bill  authorizes 
to  be  appropriated  $10  billion  for  FY  1995  and  such  sums  for  FY 
1996  and  1997. 

I  am  going  to  leave  the  record  open  at  this  point  for  an  opening 
statement  by  Senator  Durenberger.  He  is  running  a  little  late.  I 
may,  at  some  point  when  he  gets  here,  call  on  him  if  he  wishes  to 
make  a  statement. 

[The  prepared  statement  of  Senator  Durenberger  follows:] 

Prepared  Statement  of  Senator  Durenberger 

I  am  pleased  to  be  here  today  to  talk  about  the  Families  of  Chil- 
dren with  Disabilities  Support  Act  of  1994.  I  want  to  thank  Senator 
Harkin  and  his  staff  for  their  hard  work  on  this  and  other  impor- 
tant pieces  of  disability  legislation  we  have  worked  on  over  the 
years.  I  want  give  particular  thanks  to  the  families  who  put  this 
draft  legislation  together.  It  is  important  that  we  hear  from  you 
and  your  kids  about  what  you  need  to  keep  your  families  together. 

Today  we  will  hear  from  a  number  of  witnesses — mostly  parents 
I  understand,  on  the  need  for  family  support  for  children  with  dis- 
abilities legislation.  One  of  those  witnesses  is  Sue  Swenson  from 
Minnesota.  Sue  is  the  parent  of  three  boys,  one  of  whom  Charlie, 
age  11,  has  severe  and  multiple  disabilities. 

Sue  has  testified  before  in  this  very  hearing  room.  She  has  been 
a  real  role  model  for  other  parents  of  kids  with  disabilities  and  has 
taught  them  a  great  deal  about  getting  involved,  making  a  dif- 
ference, and  empowerment. 

There  are  some  important  principles  in  this  act  that  I  want  to 
highlight.  Family  support  is  something  that  everyone  is  talking 
about — here  in  Washington  and  in  communities  all  over  this  coun- 
try. Kids  who  are  rich,  poor,  have  a  disability  or  do  not,  should  be 
able  to  live  with  their  families.  We  need  to  work  together  to  break 


down  the  barriers — physical,  emotional,  financial — that  prevent 
families  from  staying  together. 

We  have  come  a  long  way  since  the  time  that  children  with  dis- 
abilities were  encouraged  and  even  forced  to  live  in  institutional 
settings.  However,  we  still  have  along  way  to  go.  I  am  pleased  to 
come  from  a  State  like  Minnesota  that  recognizes  the  importance 
of  keeping  families  together. 

We  have  had  family  support  legislation  in  Minnesota  since  the 
mid-1970's.  In  addition,  Minnesota  is  one  of  a  handful  of  States 
that  have  opted  to  use  TEFRA,  so  that  kids  on  medicaid  can  re- 
ceive care  at  home  instead  of  in  tm  institution. 

It  is  mv  understanding  that  this  will  not  ultimately  be  a  separate 
piece  of  legislation  and  that  it  will  not  be  a  new  entitlement  pro- 
gram. 

The  family  support  concept  needs  to  be  part  of  the  big  picture — 
part  of  other  disability  related  legislation,  part  of  health  care,  wel- 
fare, and  education  le^slation.  We  don't  necessarily  need  more 
money — what  we  need  is  to  use  what  we  have  more  efficiently.  It 
is  my  hope  that  in  the  end  families  and  kids  will  benefit  because 
we  all  will  have  better  access  to  information,  supports  and  care. 

While  this  draft  legislation  moves  us  in  the  right  direction — to- 
ward letting  you  all  make  the  decisions  about  what  is  right  for 
your  families  and  communities,  I  believe  that  there  is  a  better  way 
to  do  this.  Through  real  health  care  reform  we  can  meet  the  needs 
of  families  and  kids  where  services  are  personalized,  affordable, 
local,  £md  allow  choice.  In  the  coming  weeks  and  months  I  welcome 
your  help  to  make  the  interests  you  have  talked  about  here  today 
a  reality.  Thank  you. 

Senator  Harkin.  For  our  first  panel,  let  us  call  David  Novak 
from  Cedar  Rapids — come  on  up  to  the  table,  David — Sue  S  wen  son 
from  Minneapolis,  and  Cathy  Ficker-Terrill  from  Elmhurst,  IL. 
Your  statements  will  all  be  made  a  part  of  the  record  in  their  en- 
tirety. 

First,  we  will  start  with  David  Novak.  David,  welcome. 

STATEMENTS  OF  DAVID  NOVAK,  CEDAR  RAPmS,  lA;  SUE 
SWENSON,  MINNEAPOLIS,  MN;  AND  CATHY  FICKER-TERRILL, 
ELMHURST,  IL 

Mr.  Novak.  Senator  Harkin  and  members  of  the  committee, 
thank  you  very  much  for  allowing  families  to  be  here  today  to  talk 
about  our  stories. 

My  wife,  Andrea,  and  our  son,  Paul,  and  myself  live  in  Cedar 
Rapids,  lA.  We  live  together  as  a  family  under  one  roof.  My  wife, 
Andrea,  is  a  part-time  legal  secretary  in  Cedar  Rapids  for  a  small 
law  firm.  I  work  full-time  at  a  private  four-year  college  in  Cedar 
Rapids,  and  I  work  in  the  auxiliary  services  area  there.  Our  son, 
Paul,  has  a  physical  disability.  He  is  13  years  old.  He  is  in  the  reg- 
ular seventh  grade  classroom  at  Taft  Middle  School  in  Cedar  Rap- 
ids. 

Paul  was  born  3  months  premature  and  has  cerebral  palsy.  The 
interventions  that  we  have  had  with  Paul  have  been  the  physical 
therapy  on  an  ongoing  basis,  occupational  therapy,  stretching  we 
do  every  morning,  and  relaxation  therapy.  In  1987,  he  had  the  se- 
lective posterior  rhizotomy  surgery.  He  is  currently  looking  into 


electrical  stimulation  therapy  as  a  possible  way  to  strengthen  his 
muscles. 

I  am  one  father,  I  am  one  parent,  with  one  story,  from  one  family 
in  Iowa,  representing  many,  many  other  families  in  Iowa.  We  live 
in  our  home;  we  pay  our  bills;  we  pay  our  taxes.  We  take  care  of 
our  own,  and  we  have  very  little  patience  for  bureaucracy.  If  we  see 
a  problem,  we  try  to  find  the  resources  to  address  that  problem  and 
we  solve  the  problem. 

Three  years  ago,  I  was  a  part  of  the  Iowa  Family  Support  Initia- 
tive. It  is  an  effort  funded  by  the  Grovemor's  Planning  Council  for 
Developmental  Disabilities  in  Iowa.  We  are  made  up  of  families 
from  around  the  State.  In  1991,  we  held  regional  forums,  asking 
families  and  policy  makers,  how  are  we  going  to  set  up  this  thing 
called  Family  Support.  In  1992,  we  passed  a  joint  resolution  in  the 
Iowa  Legislature  endorsing  the  Family  Support  as  a  concept  within 
the  State  of  Iowa.  In  1994,  we  passed  the  Personal  Assistance/Com- 
prehensive Family  Support  Act  in  Iowa.  It  was  a  day  of  victory  for 
many  families  in  Iowa. 

We  see  the  Federal  legislation  and  the  funding  that  it  provides 
for  systems  change  as  a  way  to  really  get  the  Iowa  legislation  and 
the  Iowa  effort  in  establishing  a  family  support  system  a  real  shot 
in  the  arm  to  get  it  off  the  ground  and  get  it  going.  We  have  a  lot 
to  do  there. 

The  effort  in  terms  of  the  Federal  level,  for  a  year  now  there 
have  been  several  parents  from  the  Initiative,  Janice  Steffy  and 
myself,  who  have  come  to  meetings  of  the  Consortium  for  Citizens 
with  Disabilities.  We  have  been  part  of  a  national  parent  meeting 
in  January,  in  which  parents  and  families  from  around  the  country 
came  to  Washington,  looked  over  a  draft  of  the  legislation,  and  pro- 
vided our  input  to  that  draft.  We  went  word  for  word,  sentence  for 
sentence,  paragraph  to  paragraph,  reaching  consensus  on  the  docu- 
ment, and  you  have  the  document  in  front  of  you  today. 

Why  I  am  excited  about  this  family  legislation  at  the  national 
level,  number  one  is  the  Federal  Government  says  families  are  im- 
portant. The  bottom  line  here,  is  that  Federal  policy  needs  to  sup- 
port families.  We  don't  need  a  Federal  policy  that  would  divide 
families.  We  need  to  have  a  Federal  policy  that  is  going  to  bring 
families  together. 

No  matter  where  you  are  at  in  this  country,  no  matter  what 
State  you  are  in,  you  are  going  to  have  a  family  support  system  for 
that  State.  It  is  going  to  be  seamless  throughout  the  country.  Too 
many  people  right  now  fall  between  the  cracks,  and  we  can't  afford 
that.  It  tears  up  too  many  families. 

Also,  it  respects  the  various  levels  of  development  within  the 
State.  Some  States  are  going  full-gun  on  family  support;  some  are 
just  starting.  This  legislation  will  take  the  State  where  it  is  and 
develop  it  from  there.  That  is  very  important. 

In  my  mind,  the  central  part  to  a  Federal  system  of  family  sup- 
port are  the  councils,  in  which  the  family  members  are  a  part  of 
the  councils.  We  are  looking  at  a  family-centered  council,  a  family- 
directed  council,  a  familv-empowered  council,  a  family  support 
council,  in  which  each  oi  the  members  on  that  council,  working 
with  the  professionals  on  that  council,  gives  100  percent  of  our  ei- 
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fort  and  intensity  and  energy  to  develop  a  family  support  system 
within  the  State. 

It  needs  to  be,  in  my  opinion,  an  autonomous  council  for  each 
State,  because  there  is  too  much  work  to  do  and  we  cannot  frag- 
ment our  efforts  by  being  attached  to  something  that  is  already  in 
place.  The  work  is  too  important. 

As  you  look  at  the  themes  in  the  national  family  support  effort, 
number  one,  again,  is  that  the  families  are  strengthened,  affirmed 
and  encouraged  to  stay  together.  I  know  the  importance  of  staving 
together,  because  in  my  family,  back  in  the  early  1980s,  all  tnree 
of  us  were  going  in  separate  directions.  My  wife  was  going  in  one 
direction,  our  son  was  going  another  direction,  and  I  was  going  an- 
other direction.  We  had  to  sit  down  and  decide,  okay,  what  are  we 
going  to  do  here  as  a  family? 

It  was  at  that  time,  through  a  variety  of  resources,  from  our  fam- 
ilies, our  church,  our  neighborhood,  folks  within  the  professional 
community  who  helped  us,  we  picked,  and  chose  what  we  wanted. 
We  did  not  bind  to  any  particular  program.  We  don't  need  to  have 
a  particular  program.  We  are  able  to  find  ways  to  solve  our  own 
problems. 

Another  theme  is  that  families  and  professionals  are  going  to  be 
on  an  even  keel,  an  even  theme,  that  one  will  not  be  looking  down 
nor  up  to  the  other. 

That  it  is  proactive,  preventive;  it  is  not  based  on  crisis,  it  is 
based  on  the  needs  of  the  family. 

We  don't  need  a  professional  all  the  time  or  a  provider  all  the 
time  telling  us  what  kind  of  wheelchair  to  buy  for  our  son,  Paul. 
We  don't  need  a  provider  or  a  professional  necessarily  telling  us, 
this  is  the  only  way  to  get  your  son  ready  for  the  work  world.  The 
providers  and  the  professionals  are  not  the  only  ones  who  can  tell 
us,  this  is  the  only  way  to  have  respite  care.  We  can  hire  a  neigh- 
borhood young  person  at  $5  an  hour  for  respite  care;  we  don't  have 
to  pay  $10  or  $15  an  hour  for  respite  care. 

We  can  set  up  things  for  our  son.  We  can  make  things  happen 
with  him.  I  asked  my  wife,  Andrea — she  has  been  very  much  a  part 
of  the  process  here.  She  is  taking  care  of  the  home  front  while  I 
go  off  doing  the  various  meetings  on  family  support.  In  talking 
with  her,  I  asked  her  if  she  could  summarize  in  a  sentence  or  two 
what  family  support  in  her  mind  was  all  about,  and  she  said,  being 
a  parent  is  the  highest,  ultimate  responsibility  any  of  us  will  ever 
have,  and  the  family  should  have  the  ability  and  the  resources  to 
tap  into  whatever  it  feels  it  needs  to  meet  the  needs  of  that  family. 

Each  of  us  in  this  room,  when  we  were  18  or  19  or  20,  had  some 
choices.  We  had  a  choice  to  go  to  college.  We  had  a  choice  to  go  into 
the  work  world.  We  had  the  choice  to  bum  around  for  a  year.  We 
had  the  choice  to  start  a  family.  That  choice  wasn't  made  at  the 
age  of  18  or  19  or  20;  that  choice  was  made  at  the  age  of  three  and 
five  and  eight  and  12,  when  that  family  needed  the  supports  in 
place.  By  the  time  we  are  looking  at  18  or  19  and  20,  a  lot  of  other 
patterns  have  set  in.  You  want  to  start  early  on  with  that  family 
and  with  that  child. 

We  have  done  a  lot  of  talking.  I  have  appreciated  all  the  efforts 
of  the  CCD  and  the  Senator's  staff  and  other  families  in  this  coun- 
try. We  need  to  take  it  past  the  talking.  We  need  to  take  it  past 


the  words  at  this  point.  We  need  to  take  it  to  a  systems  change 
concept  in  this  country,  in  Iowa,  lUinois,  Minnesota,  and  whatever 
the  State  is.  It  doesn't  matter  where  you  Hve,  the  disability  is  a  dis- 
abihty,  and  a  child  with  a  disability  grows  up  to  be  an  adult  with 
a  disability. 

We  have  to  have  the  sensitivity  and  the  support  of  families,  be- 
cause families  are  strong.  They  are  the  ones  who  know  what  is 
best.  We  are  the  experts.  We  can  work  with  the  professionals  and 
we  can  find  what  is  best  for  our  families  through  that  approach. 

Thank  you  very  much  for  listening  this  morning. 

[The  prepared  statement  of  Mr.  Novak  follows:! 

Prepared  Statement  of  David  Novak 

Grood  morning!  Thank  you  for  the  opportunity  to  be  here  this  morning  to  share 
my  family's  story. 

Fm  David  Novak,  and  with  my  wife  Andrea  and  our  son  Paul,  we  live  at  4801 
Ford  Avenue  NW  in  Cedar  Rapids,  lA.  Andrea  works  part  time  as  a  legal  secretary 
so  she  can  be  home  when  the  school's  lift  bus  drops  Paul  off  at  home  after  school, 
and  I  work  full-time  at  Mount  Mercy  College.  Our  son,  Paul,  is  13  years  old,  and 
attends  the  neighborhood  seventh  grade  classroom  at  Taft  Middle  School  with  the 
assistance  of  a  part-time  associate  who  helps  Paul  with  lunch  and  restroom  respon- 
sibilities. Paul  would  be  here  today,  but  was  in  a  school  spring  musical  production 
last  evening  and  chose  to  be  there. 

Paul  was  bom  3  months  premature,  and  at  18  months  was  diagnosed  with  spastic 

Sjadriplegia  cerebral  palsy.  Cerebral  palsy  is  a  physical  condition  that  creates  mus- 
e  spasticity  and  rigidity  in  Paul's  case.  Interventions  involve  p^hysical  therapy,  re- 
laxation, stretching  exercises  we  do  every  rooming,  and  more  invasive  procedures 
such  as  selective  posterior  rhizotomy  sur«ery  which  Paul  underwent  in  1987.  He 
started  school  at  the  age  of  2  in  the  Taylor  Elementary  FVeschool  program  where 
he  received  occupational  and  physical  therapy,  positioning  aids,  and  academics.  His 
verbal  skills  developed  quickly,  and  by  the  time  he  reached  the  age  of  4,  began  pre- 

garing  for  the  transition  to  kindergarten.  He  was  the  first  child  to  go  to  Coolidge 
lementary  with  a  wheelchair.  The  school  made  the  modifications  to  the  physical 
space  necessary  for  Paul  to  succeed.  He  was  accepted  into  the  gifted  and  talented 
program  in  second  grade  and  has  participated  since  that  time.  Our  home  accom- 
modations have  included  widening  doors,  installing  lever  door  handles,  building  a 
ramp,  restroom  changes,  standers,  and  dressing  benches.  We  bought  a  van  in  1986 
and  installed  a  hydraulic  lift  that  same  year  so  Paul  would  go  with  us  where  we 
go  and  we  would  not  always  find  ourselves  having  to  manually  lift  him.  He's  grow- 
ing and  felt  proud  when  he  learned  he  was  finally  65  }>ounds  at  his  physical  exam 
in  March.  Academically,  he  is  strong — with  a  "B"  average  and  high  test  scores  in 
the  Iowa  Test  of  Basic  Skills.  The  last  two  years  he  has  been  invited  to  attend  sum- 
mer College  For  Kids,  and  has  declined  because  he  chooses  to  participate  in  horse- 
back riding,  an  adapted  t-ball  program  for  children,  camp,  and  Czech  language 
school.  As  much  as  possible,  we  encourage  Paul  to  make  his  own  decisions,  and  he 
recently  decided  he  wants  to  explore  electrical  stimulation  therapy  as  one  way  to 
enhance  muscle  development  and  strength  so  he  can  more  easily  make  transfers 
from  his  wheelchair  to  toilet,  from  walker  to  wheelchair,  or  from  his  bed  to  dressing 
bench. 

Paul  has  a  physical  disability,  and  has  been  able  to  develop  his  skills  as  close  as 
possible  to  his  potential.  Whether  it  be  preparing  for  a  class  presentation  or  working 
out  to  ready  himself  for  the  Fifth  Season  3-mile  run  on  July  4  in  Cedar  Rapids,  or 
the  Bix  7  run  in  Davenport  in  late  July  (a  race  he  and  I  have  done  together  the 
last  2  years),  Paul  has  taught  us  so  muoi  about  the  need  to  be  human.  As  parents, 
we  want  to  see  that  no  harm  comes  to  our  children,  that  problems  will  work  out, 
and  when  we  share  our  hopes  and  dreams  with  others,  they,  too,  will  rally  whether 
it  be  our  church,  community,  family,  or  close  friends  who,  with  their  1  am.  phone 
calls,  have  given  us  the  encouragement  we've  needed  as  a  family  at  the  crucial 
times. 

Shortly  after  hearing  the  diagnosis  of  cerebral  palsy,  our  family  went  through  a 
very  hard  time.  There  is  very  little  in  the  parenting  or  birthing  books  about  the  joys 
and  hopes  of  being  the  parent  of  a  child  with  a  disability.  There  was  a  lot  of  fear, 
anger,  confusing  dreams,  and  I  just  wanted  to  pack  my  pup  tent  and  sleeping  bag 
and  head  for  the  nearest  wilderness  area  where  no  one  would  find  me  but  there  was 
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Andrea  and  Paul.  We  asked  ourselves  "what  is  a  family?"  "Will  Paul  fit  the  stereo- 
type in  my  mind  of  growing  up  to  sell  pencils  on  the  street  comer?"  "Where  is  there 
room  in  our  life  and  our  plan  for  my/our  life  for  a  child  that  will  take  all  we  have 
and  more  to  just  make  it  through  each  day?"  Disability  has  a  way  of  sifling  prior- 
ities and  realities.  Part  of  my  employment  background  included  human  services, 
and  through  some  really  good  counselors,  my  role  in  my  family  changed  as  I  saw 
I  needed  to  lead.  I  set  the  moral  tone  for  my  family  and  how  we  were  going  to  go 
from  here. 

It  was  then  and  there  we  consciously  decided  that  we  were  one.  We  live  in  Iowa 
and  Iowa  families  take  care  of  our  own.  We  valued  ourselves  as  a  family  long  before 
family  vedues  became  a  household  word.  lowans  realize  the  imptortance  of  getting 
the  job  done;  of  taking  the  action  needed  to  solve  a  problem;  of  having  little  patience 
for  bureaucracy.  We  want  to  maintain  our  dignity  and  self-respect  despite  the  stares 
and  paternalism  of  others  who  would  take  care  of  our  problems  for  Us  rather  than 
letting  us  solve  them  for  ourselves.  This  can  be  a  new  role  for  families  of  children 
withdisabilities  who  have  relied  on  others  so  much  of  our  recent  history  that  taking 
responsibility  can  be  uncomfortable.  Families  have  to  be  allowed  to  do  it! 

As  one  family,  of  the  many  supporting  the  efforts  of  a  group  called  the  Iowa  Fam- 
ily Support  Initiative,  we  want  to  keep  our  children  at  home.  We  want  to  be  a  part 
of  our  communities,  our  state,  our  nation.  Yes,  we  even  want  to  pay  our  taxes  and 
our  bills.  We  want  to  make  a  contribution.  TTiere  are  many  well-meaning  profes- 
sionals out  there  who  see  the  answer  to  a  family's  struggle  with  disabilities  being 
a  myriad  of  programs  and  established  structures  that  require  the  family  to  taike  all 
or  nothing,  rather  than  the  family  having  the  possibility  to  pick  and  choose  what 
it  needs.  Families  know  what  is  oest  for  their  family.  We  live  with  them  all  the 
time;  we  make  decisions  all  the  time-  we  are  always  creating  our  futures.  While  it 
has  not  been  our  direct  experience,  I  have  been  told  by  Iowa  families  that  to  get 
what  their  son  or  daughter  needs,  they  have  to  divorce,  give  up  guardianship,  or 
place  the  child  outside  of  the  home.  Where  is  the  family  unity  in  this?  What  Kind 
of  paradigm,  and  its  accompanying  funding  stream,  supports  a  service  delivery  sys- 
tem that  iear9  families  apart  rather  than  keeping  them  together,  however  family 
is  defined?  A  child  belongs  in  the  family;  it's  where  the  values,  worth,  and  esteem 
develop,  and  well  meaning  professionals  need  to  start  realizing  this  and  start  acting 
in  ways  that  facilitate  families. 

I  started  seeing  this  and  other  issues  when  I  became  part  of  the  Iowa  Initiative's 
efforts.  TTie  Initiative  is  ftinded  through  a  grant  from  the  Iowa  Governor's  Planning 
Council  for  Developmental  Disabilities,  and  for  three  years  has  advocated  for  the 

Ftassage  of  state  family  support  legislation.  The  Initiative  is  made  up  of  families 
rom  Buffalo  Center,  Des  Moines,  Ottumwa,  Clarion,  Iowa  City,  Sioux  City,  and  Wa- 
terloo, and  each  of  us  have  a  child  with  a  disability.  We  held  forums  around  the 
state,  asking  families  what  they  see  as  their  futures,  and  asking  policymakers  how 
families  could  advocate  in  an  appropriate  and  effective  way  to  enlist  their  help  in 
developing  those  futures.  A  joint  resolution  was  passed  by  the  Iowa  Congress  in 
February  of  1992,  supporting  the  principles  of  family  support.  Through  the  efforts 
of  Iowa  families  writing  thousands  of  letters  and  making  thousands  of  phone  calls 
to  their  local  state  representatives,  state  senators,  and  Governor's  Office,  the  Iowa 
Personal  Assistance/CJomprehensive  Family  Support  Act  of  1994  passed  the  Iowa 
House  of  Representatives  99-0  and  the  Iowa  Senate  47-0,  and  was  signed  into  law 
on  April  5,  1994,  by  Iowa  Governor  Terry  Branstad  at  a  ceremony  that  saw  75  sup- 
porters cram  his  office  with  an  outpouring  of  support  seen  at  few  signings.  It,  like 
the  national  legislation  we're  discussing  today,  is  a  systems  change  document,  estab- 
lishing a  state  family  support  council  made  up  of  family  members,  consumers,  and 
others.  As  families  we  celebrate  our  victory,  and  also  know  this  is  a  first  step  on 
the  road  to  placing  resources  directly  into  the  hands  of  families.  Not  only  was  April 
5,  1994,  a  bright  day  for  Iowa  families  of  children  with  disabilities,  it  was  also  An- 
drea and  m/s  14th  wedding  anniversary. 

During  Iowa's  efforts,  another  efTort  was  developing  on  the  national  level  regard- 
ing family  support.  Janet  Stcffy,  an  Iowa  parent,  and  I  were  fortunate  to  attend 
meetings  of  the  Consortium  for  Citizens  with  Disabilities  Task  Force  where  family 
support  legislation  was  being  discussed.  In  January,  1994,  a  meeting  was  held  in 
Washington  at  which  parents  from  across  the  United  States  came  together  to  arrive 
at  consensus  on  a  draft,  of  the  Families  of  Children  with  Disabilities  Support  Act 
of  1994.  Since  that  meeting,  the  document  has  been  drafted  into  a  bill  and  was 
again  reviewed  by  families.  The  result  of  that  work  is  the  bill  you  have  in  front  of 
you  today. 

As  you  read  it,  youll  notice  several  things.  The  federal  government  plavs  a  key 
role  in  the  development  of  a  nationwide  family  support  system.  The  federal  govern- 
ment sets  the  moral  tone  for  our  country,  and  therefore  needs  to  support  families. 
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Families  in  Iowa  have  said  the  federal  funding  streams  can  divide  families  and  it's 
the  federal  funding  streams  that  will  bring  them  back  together.  This  federal  legisla- 
tion will  insure  that  no  mater  where  anyone  lives,  there  will  be  a  family  support 
system  in  place  in  that  state.  The  system  should  be  seamless  and  recognize  the  di- 
verse needs  of  each  state,  and  respect  the  various  levels  of  famUy  support  systems 
developing  throughout  the  states.  Some  states  have  moved  ahead  on  family  support, 
while  others  are  just  beginning.  This  legislation  will  take  states  where  they  are,  and 
work  with  them  there. 

This  family  support  legislation  is  not  like  other  pieces  of  legislation.  It's  not  a 
business-as-usual  approach.  It's  a  subtle  change  in  the  way  the  foundation  of  our 
society — the  family — is  respected  and  appreciated.  Some  may  not  see  it  as  a  national 
issue  until  enough  families  across  the  country  rise  up  to  say  our  children  have  abili- 
ties and  potentials,  too.  We're  talking  about  futures  here,  about  keeping  families  to- 
gether; trusting  families  to  be  the  decision-makers  and  consumers  who  can  shop 
around  for  the  best  buy,  whether  it  be  respite  care  from  their  neighbor  at  $5  an 
hour  rather  than  $15/hour  from  a  care  provider  or  buying  a  communication  board 
directly  from  a  supply  house  without  going  through  a  provider.  Families  are  re- 
sourceful. We  have  to  be.  We've  learned  to  make  do  witn  what  we  have,  and  can 
make  a  dollar  squeal  as  it  leaves  our  home  for  an  item  of  value  rather  than  funding 
an  administrative  structure  long  past  its  usefulness. 

This  family-centeredness  is  no  better  illustrated  than  through  the  establishment 
of  the  state  family  support  councils.  When  Iowa's  legislation  was  being  considered, 
the  question  was  asked  "why  does  Iowa  need  another  council?"  I'll  tell  you  why.  No- 
where is  there  a  council  made  up  of  families  and  others  who  want  to  take  the  issues 
head-on  and  wrestle  with  them.  Families  need  to  be  in  the  actual  policvmaking  posi- 
tions. The  council  creates  a  relationship  of  mutual  respect  between  the  family  and 
the  professional;  the  playing  field  is  level.  The  councils  will  provide  the  leadership 
and  expertise  to  the  state  governmental  bodies  who  will  implement  the  state's  fam- 
ily support  efTorts.  State  governments  will  benefit  from  the  knowledge  and  skills  of 
families.  Families  know  the  score,  and  when  families  are  dealing  with  families,  they 
know  what  is  real  and  what  is  not.  When  I  participated  in  the  Partners  In  Policy- 
making leadership  training,  I  came  to  see  and  value  the  inherent  worth  of  family 
members  who  were  struggling  with  school  teachers  didn't  get  it  and  service  provid- 
ers who  were  so  locked-in  to  their  little  boxes.  Families  don't  exist  in  boxes.  And 
families  cannot  do  this  by  being  attached  to  some  currently  existing  council  frame- 
work. If  the  existing  framework  was  meeting  the  needs  of  families,  there  would  be 
no  family  support  movement.  Since  this  is  a  beginning  movement,  a  separate  family 
support  councU  would  direct  100  percent  of  its  energies,  intensity,  and  focus  toward 
establishing  the  support  system  that  is  service-oriented  rather  than  entitlement  ori- 
ented. We're  talking  more  than  quality  of  life  here;  we're  not  talking  fad;  we're  talk- 
ing about  the  value  of  people  and  trusting  families  to  make  the  decisions  they're 
qualified  to  make. 

As  each  of  you  read  this  document,  youll  see  several  themes.  One,  families  are 
affirmed  and  recognized  for  the  strengths  they  have  to  stay  together  as  families  and 
to  make  the  kincfe  of  decisions  that  are  in  the  best  interests  of  their  families.  It 
takes  the  high  road  in  dealing  with  families,  and  lets  the  highest  common  denomi- 
nator, not  the  lowest,  drive  a  policy  of  respect  and  esteem. 

Second,  families  are  encouraged  to  stay  together  as  families  within  their  individ- 
ual homes  and  larger  community.  Families  of  children  with  disabilities  have  to  fi- 
nally get  the  message  that  it's  OK  to  go  to  the  mall  with  your  child.  Other's  uncom- 
fortable feelings  about  seeing  a  wheelchair  is  their  problem,  not  ours.  When  are  we 
as  families  going  to  stop  apologizing  for  our  children? 

Third,  this  document  respects  the  ability  of  the  state  government  and  families  to 
make  the  kind  of  partnership  necessary  to  create  the  systems  change.  Changing  a 
system  is  hard  work.  Turf  is  threatened.  Established  ways  look  and  feel  different. 
As  the  United  Cerebral  Palsy  Family  Support  Bulletin  once  shared,  several  states 
have  family  support  systems  in  place  and  have  realized  the  cost  savings  that  accrue 
to  the  states  as  resources  have  been  reallocated  to  direct  resources  for  families.  The 
families,  with  a  voucher  or  check,  can  then  decide  and  be  empowered  to  use  one  pro- 
vider and  not  use  another.  There's  choice,  and  families  need  that. 

Fourth,  the  paradigpm  change  is  driven  by  families.  It's  family  directed  through 
the  councils  working  with  the  state  lead  agencies.  It's  family-centered  as  families 
are  the  focus.  Family  needs  drive  the  system,  not  the  needs  of  an  administrative 
structure. 

Fifth,  it's  proactive,  preventive,  and  responds  not  only  when  there's  a  crisis.  The 
current  system  responas  when  the  family  is  at  its  wits  end.  The  family  then  needs 
to  come,  with  head  bowed,  to  a  provider  who  tells  them  what  they  need.  It's  about 
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time  familiea  take  care  of  one  another  in  this  country.  And  there  is  none  better  than 
familica  to  understand  what  this  caring  means. 

Sixth,  with  respecting  the  family's  dignity,  this  system  is  in  keeping  accessed  eas- 
ily as  a  source  of  last  resort.  The  Iowa  state  legislation  asks  the  family  to  try  all 
available  resources  before  coming  to  the  family  support  system  for  assistance. 

Seventh,  families  are  the  experts,  not  the  proressionals.  Families  can  use  the 
knowledge  and  skills  of  the  professionals  as  the  families  problem-solve,  but  it's  the 
families,  in  the  last  analysis,  that  lives  with  itself.  The  professional  goes  home  at 
5  pm. 

Eighth,  one  size  doesn't  fit  all.  Facility-based,  professional  driven  may  have 
worked  twenty  years  ago,  but  it's  not  a  system  that  fits  many  families  now.  This 
national  legislation  creates  a  systenL  not  a  program.  It's  not  an  entitlement  where 
the  family  oecomes  dependent.  The  family  has  a  menu/options  it  can  select  from  in 
a  user-friendly  environment.  There  are  so  many  programs  out  there  already;  now 
it's  time  for  families  to  have  the  wherewithal  to  choose.  The  family  hires  and  fires 
its  service  delivery  resources  in  this  new  paradigm. 

Tm  not  aware  of  how  other  state  family  support  legislation  is  written  specifically, 
but  from  Iowa's  perspective,  the  federal  funds  would  really  enable  the  state  to  move 
ahead  on  the  development  of  its  family  support  system.  The  complementarity  would 
tie  in  well  with  the  implementation  timeline  of  Iowa's  legislation. 

When  I  asked  Andrea  to  summarize  in  one  paragraph  what  the  family  support 
effort  was  all  about,  she  thought  for  a  while,  and  said  that  as  parents,  we  have  the 
ultimate  responsibility.  We  are  effecting  the  future.  The  job  is  so  immense  and  so 
important  that  the  family  should  have  the  option  to  choose  what  is  best  to  fulfill 
that  responsibility.  Let  each  of  us  in  this  room  today  think  back  to  when  we  were 
seniors  in  high  school.  Our  son,  Paul,  will  hopefully  be  there  in  five  short  years.  And 
then  think  what  choices  you  had;  maybe  it  was  going  to  college,  perhaps  start  a 
family,  begin  a  job,  travel  the  country  for  a  year,  whatever  it  was,  it  was  a  choice. 
And  the  choice  wasn't  made  at  age  18  or  19;  it  was  made  at  age  3,  8,13,  and  15. 
Children  with  disabilities  grow  up  to  be  adults  with  disabilities.  As  a  father  and 
parent  and  a  member  of  one  of  Iowa's  many  families,  the  time  is  now  to  make  fam- 
ily support  happen.  As  we  sit  here  today,  another  child  has  been  bom  with  a  disabil- 
ity, and  another  family  needs  the  support  to  look  beyond  the  disability  toward  the 
future. 

Thank  you  for  listening. 

May  6,  1994. 

Senator  Thomas  Harkin, 

Chair,  Subcommittee  on  Disability  Policy, 

315  Hart  Senate  Office  Building, 

Washington,  DC 

Dear  Senator  Harkin:  Thank  you  for  the  invitation  to  testify  before  the  Sub- 
committee on  Disability  Policy  of  the  Committee  on  Labor  and  Human  Resources, 
on  the  need  of  the  Federal  Government  to  provide  family  support  for  families  of  chil- 
dren with  disabilities. 

As  the  written  testimony  will  show,  Iowa  families  are  encouraged  and  hopehil 
that  The  Families  of  Children  with  Disabilities  Support  Act  of  1994  will  become  a 
reality.  Iowa  families  have  worked  for  a  long  time  to  advocate  for  a  family  support 
system,  and  are  excited  the  Federal  Government  wants  to  take  the  lead  and  move 
forward  the  rhetoric  of  family  values  to  valuing  the  family. 

I  look  forward  to  sharing  my  testimony  with  others  on  Tuesday,  May  10,  1994. 

Sincerely,  _ 

David  Novak 

Senator  Harkin.  David,  thank  you  very  much.  That  was  a  very 
eloquent  statement.  I  was  following  your  testimony,  and  it  is  very 
good,  and  I  appreciate  it  very  much,  very  strong. 

Now  we  turn  to  Sue  S  wen  son  from  Minneapolis,  MN.  Sue? 

Ms.  SwENSON.  Mr.  Chairman  and  members  of  the  committee,  I 
thank  you  very  much  for  the  opportunity  to  be  here  today.  I  also 
want  to  extend  special  thanks  to  Senator  Durenberger  and  his  staff 
from  Minnesota  for  all  the  good  work  that  you  have  put  in  over  the 
years,  and  also,  in  particular,  Senator  Harkin  and  your  staff,  for 
making  a  real  difference  to  people.  I,  for  one,  am  extremely  grateful 
for  it. 
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We  desperately  need  in  this  country  Federal  systems  change  leg- 
islation, as  your  opening  statement  said,  to  address  family  support 
for  families  who  are  raising  a  child  with,  perhaps,  extraordinary 
needs.  The  systems,  as  they  are  right  now,  don't  work.  In  fact,  in 
many  instances,  they  hurt  families.  We  can't  afford,  as  a  Nation, 
to  pour  money  into  systems  that  hurt  such  a  basic  piece  of  our  de- 
mocracy as  the  family  unit,  as  the  family  structure. 

Systems  don't  start  with  the  family  as  a  principle  right  now.  No- 
body comes  to  a  family  and  says,  what  are  your  dreams?  What  are 
your  strengths?  What  are  your  goals?  Where  are  you  going?  What 
can  you  bring  to  this?  What  do  you  want  from  this?  That  is  not 
how  it  works.  They  come  to  you  and  they  say,  what  is  wrong?  How 
did  you  fail?  Here  is  what  we  recommend.  Here  is  what  we  want 
you  to  have. 

I  have  to  tell  you,  it  is  like  a  knife  in  the  heart  some  days,  the 
sense  that  you  are  not  good  enough  to  raise  your  own  child,  that 
you  are  not  expert  enough  to  know  the  needs  of  your  own  family. 

In  fact,  underlying  all  of  it — I  want  to  put  this  right  out  on  the 
table — the  sense  that  you  cannot  be  trusted  with  public  funding.  I 
know  a  lot  of  families  who  have  kids  with  disabilities,  and  I  don't 
know  anybody  who  is  in  the  business  of  trying  to  expand  their  de- 
pendence on  public  funding — zero.  I  don't  know  one  family.  Whv 
would  you?  It  is  so  much  easier  to  go  out  and  get  a  job  and  work 
and  be  in  charge  of  your  own  funds. 

My  whole  goal  has  always  been  to  reduce  my  family's  dependence 
on  public  funding,  and  yet  I  am  treated  as  if  I  have  my  hand  in 
the  cookie  jar  or  something  all  the  time.  I  am  treated  as  if  I  cannot 
be  trusted.  I  know  that  the  Congress  of  the  United  States  does  not 
intend  for  these  systems  to  do  that  kind  of  damage  to  a  family,  I 
know  that  you  don't  intend  for  me  to  be  made  to  feel  incompetent 
or  untrustworthy. 

When  my  son  was  bom,  the  doctors  didn't  tell  me  that  he  had 
a  disability.  I  thought  he  did.  When  he  was  bom,  the  first  words 
out  of  my  mouth  were,  what  is  wrong  with  him?  They  wouldn't  tell 
me.  I  was  ready  to  deal  with  disability.  I  was  ready  to  deal  with 
anything.  This  was  my  kid.  I  knew  at  birth  it  wasn  t  like  my  first 
son.  I  could  tell. 

It  took  9  months  to  get  to  the  point  where  we  even  started  to 
look  at  a  diagnosis.  After  that,  a  significant  piece  of  damage  had 
been  done  already  against  me  as  a  Mom,  because,  basically,  what 
they  told  me  is,  no,  just  don't  compare  him  to  your  other  child. 
What  is  wrong  with  you?  Don't  you  love  him  as  much?  Of  course, 
he  is  fine.  He  is  fine,  he  is  fine,  he  is  fine,  because  he  was  this  big, 
honking  Norwegian  kid.  He  was  born  strong.  He  is  healthy.  That 
is  not  what  we  need. 

With  my  family,  it  is  not  about  medical  support.  In  my  family, 
it  is  about,  now — I  will  tell  you,  when  they  diagnosed  him,  then 
they  told  me,  he  has  muscular  dystrophy  and  he  will  die  by  the 
time  he  is  8  years  old.  Two  years  later,  at  a  different  neurologist, 
also  at  the  University  of  Minnesota,  they  said,  yes,  he  has  mus- 
cular dystrophy.  He  will  probably  be  walking  by  the  time  he  is  8 
years  old. 

It  never  even  occurred  to  me  to  put  these  two  statements  to- 
gether and  try  to  figure  it  out.  From  my  family  perspective,  I  can 
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tell  you  that  when  Charlie  was  8  years  old,  I  went  into  a  very  deep 
depression.  We  had  bought  a  house,  and  it  was  a  two-story  house, 
but  I  sort  of  thought  that  by  the  time  he  was  8  years  old,  he  would 
be  walking,  and  I  knew  he  wouldn't  be  more  than  maybe  75  or  80 
pounds  by  then,  and  I  figured,  well,  if  he  could  walk  up  the  steps, 
that  would  be  great.  I  never  allowed  myself  to  consider  the  alter- 
native from  the  diagnosis.  But  you  know  what?  He  is  now  11  years 
old,  he  weighs  120  pounds,  and  he  doesn't  walk  a  step. 

I  needea  help  to  get  out  of  that  depression,  which  was  really 
caused  by  these  kind  of  bizarre  diagnoses  that  I  got,  but  now  what 
I  need  help  with  is  to  get  my  son  upstairs.  My  husband  is  six-foot- 
five  and  he  weighs  220  pounds,  so  for  now,  we  are  okay,  as  long 
as  Bill  is  in  the  house.  Bill  can't  go  out  and  do  anything  like  this, 
because  I  can't  get  Charlie  upstairs.  I  wanted  to  bring  Charlie  here 
to  talk  to  you,  but  I  can't  handle  him  by  myself. 

What  I  really  want  is  an  elevator  in  my  house.  I  am  not  doing 
it  to  try  to  enrich  my  family,  believe  me.  For  about  half  the  cost 
of  the  1  year  of  services  that  Charlie  now  gets,  we  could  put  an  ele- 
vator in  the  house  and  make  the  services  unnecessary.  Charlie  has 
an  elevator  in  his  school.  That  was  easier  than  getting  one  in  our 
home.  He  can  operate  it.  He  can  go  up  and  down.  He  is  very  inde- 
pendent at  school. 

Making  him  included,  independent  and  empowered  in  our  own 
house  is  more  difficult.  The  bathroom  is  on  the  second  floor  and  his 
bedroom  is  on  the  second  floor,  and  there  are  no  bedrooms  on  the 
first  floor,  so  we  are  stuck.  This  is  our  neighborhood.  This  is  where 
all  our  natural  supports  are. 

Charlie  goes  out  for  a  walk;  five  or  six  people  will  say  "hello"  to 
him.  This  is  what  I  want.  When  he  is  in  his  chair,  people  come  up 
and  say,  hey,  Charlie,  how  is  it  going?  This  is  what  I  want.  If  they 
see  something  that  is  going  wrong,  they  will  call  me  and  tell  me. 
I  have  a  neighborhood.  I  don't  want  to  move.  I  don't  want  to  go  out 
into  the  suburbs  where  I  don't  know  anybody  and  I  can  buy  a  one- 
story  house.  I  want  to  stay  where  I  am.  I  also  don't  want  all  these 
hulking  25-year-olds  in  the  house  taking  care  of  Charlie. 

Here  is  tne  kicker.  Here  is  what  happened  this  year.  I  have  been 
warning  them  for  3  years.  I  work  with  environmental  engineers, 
and  we  have  health  and  safety  specialists,  and  I  have  been  telling 
them,  you  know,  one  of  these  aays,  Charlie  is  going  to  get  too 
heavy  to  carry  up  the  stairs. 

Three  months  ago,  when  a  physical  therapist  was  out  trying  to 
train  these  men  to  carry  Charlie  upstairs,  sne  said,  you  know,  he 
is  too  big.  OSHA  doesn  t  allow  us  to  have  these  attendants  carry 
Charlie  up  the  stairs  anymore.  Now  OSHA  allows  me  to  carry  him 
up,  and  tney  allow  my  husband  to  carry  him  up,  but  they  won't 
allow  these  guys.  So  after  all  these  years  of  them  saying,  it  is  not 
okay  for  me  to  want  an  elevator,  now  I  find  out  it  is  okay  to  want 
an  elevator  if  it  is  to  enable  the  attendant  to  get  Charlie  upstairs. 

What  does  that  tell  me  about  the  value  of  a  family?  What  does 
that  tell  me? 

Senator  Harkin.  Amazing. 

Ms.  SwENSON.  It  told  me  that,  as  a  Mom,  it  is  okay  for  me  to 
risk  my  hands  and  my  knees  and  my  back,  everything.  It  is  okay. 
But  it  IS  not  okay  for  the  system. 
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So  rig^t  now,  we  have  attendants  and  they  are  not  allowed  to 
carry  Charlie  up  the  stairs,  which  is  the  only  reason  that  I  have 
attendants  in  the  first  place. 

Senator  Harkin.  That  is  amazing, 

Ms.  SwENSON.  I  know  this  is  not  what  you  appropriate  the 
money  for,  to  fund  the  system.  I  know  these  are  not  the  outcomes 
that  you  are  looking  for. 

Senator  Harkin.  That  is  right. 

Ms.  SwENSON.  This  is  why  we  need  the  leverage  that  this  family- 
centered,  family-directed  legislation  provides.  It  allows  families  like 
mine  to  be  involved  in  re-engineering  these  systems  so  that  they 
deliver  the  results  that  vou  are  looking  for. 

Thank  vou  very  much  for  your  sponsorship  on  this.  Thank  you 
very  much  for  standing  out  in  front  and  moving  us  along.  I  think 
it  is  going  to  make  a  huge  difference. 

[The  prepared  statement  of  Ms.  Swenson  follows:! 

Prepared  Statement  of  Sue  Swenson 

Families  of  children  with  disabilities  in  the  United  States  need  flexible  supports 
to  help  them  care  for  their  children  with  disabilities  at  home,  especially  given  the 

{>aradigm  shifts  evident  in  the  Americans  with  Disabilities  Act.  Like  all  such  fami- 
ies,  my  family  and  I  are  grateful  to  this  Committee  for  the  leadership  you  have 
shown  in  articulating  the  principles  of  independence,  inclusion  and  empowerment 
for  people  with  disabilities  in  the  ADA.  You  nave  shown  the  nation  how  important 
it  is  to  change  our  paradigm  about  people  with  disabilities. 

But  the  systems  which  were  meant  to  help  provide  for  the  extraordinaiy  needs 
of  children  with  disabilities  are  still  clanking  and  grinding  away  in  the  old  para- 
digm, and  families  across  the  country  are  feeling  the  terrible  pressure  of  being 
ground  down  between  paradigms. 

We  now  see  what  is  possible.  We  want  our  children  to  be  included  in  their  own 
families  and  communities,  we  want  them  to  grow  up  to  be  as  independent  as  pos- 
sible, and  we  want  to  teach  them  and  show  them  that  they  have  the  power  to  direct 
their  own  lives. 

In  most  cases,  there  is  no  way  we  can  do  it  alone,  especially  ^ven  the  current 
lack  of  inclusive  community  resources  and  "new  paradigm"  services.  In  1994,  we 
need  family-centered  federal  systems-change  legislation  to  help  us  bring  independ- 
ence, inclusion  and  empowerment  to  life  in  the  systems  which  serve  children  with 
disabilities  and  their  families. 

I  am  the  mother  of  three  sons,  one  of  whom  has  severe  and  multiple  disabilities. 
Charlie  is  11  years  old  and  in  the  sixth  grade.  Charlie  uses  a  wheelchair  and  he 
doesn't  speak  yet,  althourfi  he  is  working  hard  on  It.  He  needs  to  be  supervised, 
and  he  needs  total  care.  The  biggest  ch^lenges  Charlie  brings  to  our  family  are 
probably  his  autistic  behaviors. 

Charlie  is  rarely  quiet,  not  unlike  many  11-year-old  boys,  but  unlike  many  11- 
year-olds  he  usually  wakes  up  making  a  lot  of  noise — sometimes  laughing,  some- 
times crying,  sometimes  screaming — two  or  three  times  a  night.  He  is  thriving,  and 
he  is  a  big  kid — he  weighs  about  120  pounds.  Charlie  has  no  immediate  health  con- 
cerns except  the  possibility  that  we  may  drop  him  or  hurt  ourselves  while  trying 
to  get  him  upstairs  to  the  bathroom  or  to  his  bedroom. 

My  family  lives  together  in  Minneapolis,  MN.  Over  the  years,  my  husband  and 
I  have  put  a  lot  of  care  and  thought  into  how  to  best  raise  all  of  our  sons  and  we 
have  thought  a  lot  about  how  living  with  Charlie  afiects  our  family,  mostly  because 
we  often  have  been  advised  to  institutionalize  Charlie.  We  would  no  more  choose 
to  send  Charlie  away  than  we  would  choose  to  send  Will  or  Eric  away. 

Sometimes  it  seems  ominously  clear  that  we  don't  really  have  a  choice,  that  'the 
system'  is  working  to  get  Charlie  away  from  us  one  way  or  another.  I  know  this 
sounds  crazy  but  sometimes,  when  Fm  feeling  really  on  the  edge,  the  system  even 
seems  to  be  waiting  patiently  to  watch  us  fail  so  that  it  can  swoop  in  and  say  "I 
told  you  so.  I  told  you  that  you  were  incompetent." 

I  am  very  aware  that  there  are  many  families  in  the  United  States  who  can  find 
no  funding  to  help  them  in  their  struggle  to  support  their  child  with  disabilities  at 
home.  My  heart  goes  out  to  them.  I  nave  learned  from  experience  that  programs 
which  aren't  family  centered  oft«n  don't  help,  no  matter  how  much  funding  is  be- 
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hind  them.  In  our  case,  Federal  and  State  programfl  like  the  Medicaid  waiver  and 
TEFRA  have  provided  plenty  of  money  for  SDCcific  services  for  Charlie  and  for  the 
bureaucracies  which  control  the  services  and  for  the  transaction  costs  which  sur- 
round them. 

From  what  I  can  see,  the  problem  is  not  funding.  The  problem  is  that  the  funding 
can  not  be  directed  to  be  effective  and  meaningful  to  my  family,  so  the  funding  can  t 
accomplish  the  goal  of  helping  us  be  a  family.  Like  any  American  family,  we  want 
to  minimize  or  eliminate  our  dependence  on  public  funding,  but  the  system  doesn't 
encourage — or  even  allow — us  to  try  to  figure  out  ways  to  use  less  public  funding. 
The  system  controls  the  money,  it  controls  the  options  and  the  choices,  it  makes 
the  decisions.  When  our  needs  are  different  from  what  the  system  offers,  we  have 
three  options:  take  a  lot  of  what  we  don't  wemt  to  try  to  patch  together  some  sup- 
ports that  will  at  least  allow  us  to  keep  Charlie  with  us;  take  nothing  and  try  to 
pretend  we  can  take  care  of  all  of  Charlie's  needs  with  no  help  (we  would  soon  fail 
under  the  heavy  penalties  for  our  fsunily  life)-  or  give  up  and  send  Charlie  to  live 
elsewhere,  which  costs  even  more  money  and  increases  our  dependence  on  public 
funding.  So  far,  we  have  chosen  the  first  option,  but  I  am  afraid  the  patched-to- 
gether  services  won't  work  much  longer. 

Speaking  as  the  mother  of  a  loved  and  loving  child  with  disabilities,  I  need  you 
to  know  that  as  it  stands,  the  system  is  hurting  my  family.  It  hurts  us  by  making 
us  more  dependent  on  public  funding  than  we  want  to  be,  and  by  making  us  take 
services  which  are  more  invasive  than  we  can  really  handle.  It  hurts  us  by  its  basic 
and  insistent  assumption  that  we  can  not  be  trusted,  either  to  figure  out  what 
would  work  best  for  our  family,  or  to  act  like  responsible  citizens. 

Maybe  that  sounds  like  whining.  I'm  sorry  if  it  does.  When  I  was  a  little  girl,  my 
mother  taught  me  to  be  grateful  for  whatever  was  offered.  But  in  this  case,  I  am 
a  taxpayer  and  a  citizen  as  well  as  the  parent  of  a  child  with  disabilities.  The  public 
policy  which  affects  my  family  is  also  being  written  in  my  name.  As  a  taxpayer  I 
want  the  funding  to  achieve  the  desired  results,  and  as  a  mother  I  know  it  isn't 
working,  so  I  offer  the  following  advice. 

Spewing  not  only  as  a  mother  but  as  a  citizen  of  the  United  States,  I  want  the 
Congress  to  appropriate  funds  to  programs  that  achieve  the  intended  results  sis  ef- 
fectively and  efUciently  as  possible.  I  want  the  Congress  to  make  sure  that  bureauc- 
racies which  support  children  with  disabilities  and  their  families  will  not  be  exempt 
from  the  requirements  of  the  Government  Performance  and  Results  Act  of  1993  or 
from  the  principles  of  the  ADA.  The  ADA  clearly  intends  to  effect  inclusion,  inde- 
pendence, and  empowerment  for  people  with  disabilities.  If  we  are  to  achieve  these 
results  for  families,  our  delivery  systems  must  dramatically  improve  their  organiza- 
tional performance.  This  draft  "bill  is  strong  because  it  requires  families  to  take  re- 
sponsibility in  efforts  to  improve  the  performance  of  systems  which  are  intended  to 
serve  their  needs. 

In  1994,  we  need  federal  systems  change  legislation  to  address  family  support  be- 
cause we  don't  need  to  add  another  system.  We  need  to  work  to  reinvent  the  old 
one.  This  draft  requires  agencies  to  work  with  families  to  reinvent  services  for  the 
families  of  children  with  disabilities.  This  draft  will  help  us  reinvent  services  for 
children  with  disabilities  to  refiect  the  paradigm  changes  of  the  ADA.  The  require- 
ments are  all  here:  we  need  to  reinvent  our  systems  so  they  are  comprehensive,  co- 
ordinated, family-centered,  family-directed  and  easily  accessible. 

We  need  to  reinvent  our  systems  so  they  will  perform  better  and  deliver  better 
results  while  becoming  more  efficient  and  cost-elTective.  We  need  to  reinvent  our 
systems  so  families  will  be  strengthened,  not  weakened  or  threatened.  We  need  to 
reinvent  our  systems  so  our  families  and  communities  may  more  fully  feel  the  heal- 
ing effects  of  the  ADA. 

I  know  what  it  means  to  be  "served"  by  our  existing  systems.  Being  served  means 
that  the  supports  we  needed  were  so  invisible  and  inaccessible  at  first  that  we  spent 
all  of  our  savings — including  some  small  savings  for  our  sons'  college  educations — 
before  we  even  knew  we  were  eligible  for  help.  It  means  losing  any  sense  of  privacy, 
having  files  kept  by  bureaucracies,  having  to  explain  ourselves  to  a  stream  of  work- 
ers. 

Being  "served"  means  learning  that  our  choices  are  wrong.  It  means  we  are  treat- 
ed as  if  we  were  incompetent  and  irresponsible,  presumably  because  we  had  the  bad 
judgement  to  give  birth  to  a  child  with  disabilities.  It  means  having  staff  in  our 
home  for  most  of  the  waking  hours  that  we  are  together.  It  means  knowing  that 
it  is  wrong  to  want  an  elevator  so  that  we  can  be  more  self-sufficient  in  caring  for 
our  children,  and  that  it  is  okay  to  want  an  elevator  so  that  the  personal  care  at- 
tendant doesn't  have  to  carry  more  than  OSHA  allows.  It  means  having  to  use  serv- 
ices continually  when  we  only  need  them  occasionally.  It  means  taking  more  than 
we  want  because  somebody  else  says  we  need  it. 
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Being  served  means  pouring  out  your  guts  to  this  year's  case  manager  who  can 
only  agree  and  shake  her  head  because  she  isn't  empowered  to  make  any  real  deci- 
sions anyway.  It  means  working  with  a  stream  of  people  who  get  burned  out  and 
quit  because  they  aren't  empowered  and  cant  stand  snaking  their  head  anymore. 

It  means  feeling  like  a  public  burden.  It  means  living  under  a  constant  threat  of 
sending  a  loved  child  somewhere  else  to  live  at  much  greater  cost.  It  means  lying 
awake  wondering  why  personal  care  attendants  and  foster  families  are  more  valued 
than  natural  families,  wondering  how  to  help  younger  parents  avoid  this  pain,  won- 
dering how  to  give  back  something  to  the  system  so  that  other  families  in  other 
states  can  have  not  only  some  support  but  the  ri^t  kinds,  delivered  effectively  and 
with  respect. 

Tolstoy  began  Anna  Karenina  by  telling  the  reader:  "Happy  families  are  all  alike; 
every  unhappy  family  is  unhappy  in  its  own  way."  Of  course,  the  careful  reader  soon 
discovers  that  happy  families  are  aUke  only  in  that  they  are  the  families  one  doesn't 
know  particularly  well:  from  a  distance,  they  seem  to  be  happy.  Every  feimily  with 
which  one  becomes  familiar  is  found  to  have  its  unique  and  changing  unhappiness. 
Or  to  put  it  in  more  American  terms,  every  family  is  equal  in  that  it  must  cope  with 
unhappiness  and  each  family's  unhappiness  is  unique.  Because  every  family  is 
unique,  each  family's  needs  and  wants  will  be  different. 

The  needs  and  wants  of  families  who  have  children  with  disabilities  depend  on 
the  family's  goals,  aspirations,  strengths,  habits,  economics,  information,  education, 
family  structure,  housing  configuration,  geography,  and  community  supports  as  well 
as  on  the  strengths,  hopes,  age,  health  and  disability  of  the  child.  Yet  my  family's 
supports  are  no  difierent  from  many  others,  nor  can  I  make  them  different. 

We  need  to  change  how  family  supports  are  delivered,  but  we  don't  yet  know  how. 
That  is  why  we  need  federal  systems  change  legislation.  David  Osborne,  coauthor 
of  Reinventing  Government  said  in  an  interview  in  this  month's  Harvard  Business 
Review  that  we  must  keep  in  mind  that  we  are  "dealing  not  with  one  gigantic  orga- 
nization, but  with  lots  and  lots  of  individual  bureaucracies,  each  of  which  has  its 
own  concerns  and  needs.  Each  unit  must  move  through  the  change  process  in  its 
own  particular  way" — beginning  by  looking  at  missions,  outcomes,  user  expectations, 
and  how  it  feels  to  be  served. 

Federal  systems  change  legislation  recognizes  the  reality  that  the  disincentives  to 
family  care  are  supplied  in  Targe  part  by  federal  programs,  and  it  recognizes  that 
perfect  bureaucracies  are  alike;  every  imperfect  bureaucracy  is  imperfect  in  its  own 
way.  Many  families  are  in  crisis  right  now,  and  it  would  be  great  to  find  some  new 
magic  to  fix  that.  Lacking  magic,  David  Osborne  says  the  way  to  fix  the  system  is 
to  start  fixing  bureaucracies  one  at  a  time,  improving  performance  as  judged  by 
users  one  agency  or  service  at  a  time,  reaching  families  one  at  a  time,  as  quickly 
as  possible,  focusing  always  on  the  needs  and  wants  of  each  unique  family. 

I  know  that  many  person's  attention  will  be  caught  by  the  phrase  "the  needs  and 
wants  of  each  unique  family."  Many  have  already  askea:  Why  should  we  provide  for 
some  family's  "wants"  when  so  many  others  need  basic  food  and  shelter?  This  ques- 
tion may  be  answered  with  another.  Do  we  want  to  distrust  and  disrespect  Amer- 
ican families  who  need  support  and  is  it  our  policy  to  teach  them  to  think  of  them- 
selves and  others  eis  irresponsible  and  untrustworthy?  Ultimately,  as  American  citi- 
zens and  as  equal  citizens  of  the  democracy,  we  must  trust  ourselves.  Trust  is  at 
the  heart  of  the  new  spirit  of  real  community  in  our  nation. 

The  question:  Why  provide  for  self-defined  needs  and  wants?  May  also  be  an- 
swered by  pointing  out  that  helping  people  provide  for  self-defined  needs  and  wants 
frequently  costs  less  than  providing  the  unwanted  services  a  bureaucracy  prescribes. 
In  Minnesota,  state  programs  have  begun  a  transformation  as  reported  by  the  Min- 
nesota Disability  Law  Center,  so  that  in  1980  we  served  830  children  out  of  their 
homes  at  a  cost  of  $20.4  million,  while  only  50  children  had  family  subsidies. 

In  1990  Minnesota  served  219  children  in  facilities  away  from  home  at  a  cost  of 
$10.8  million,  while  1,827  children  received  family  support  services  in  their  home 
at  a  cost  of  $13.4  million.  Typical  family-based  supports  average  between  $7  and 
$15  per  child  per  day,  while  out-of-home  placements  start  around  $100  per  day  and 
may  approach  $250. 

For  my  family,  the  maximum  cost  of  our  "dream  solution"  would  be  a  one-time 
cost  equal  to  about  50-60  percent  of  the  current  annual  cost  of  services  Charlie  re- 
ceives, and  it  would  allow  me  to  reduce  annual  costs  by  80-90  percent.  I  know  many 
parents  like  me  who  want  to  eliminate  most  daily  expenses  and  use  natural  sup- 
ports as  much  as  possible.  We  only  need  to  know  that  emergency  help  would  be 
available  if  our  needs  change  suddenly.  I  have  met  many  people  who  want  to  know 
what  my  "dream  solution"  is  so  that  they  may  decide  whether  they  approve  or  not. 
But  John  Stuart  Mill,  the  old  results-oriented  utilitarian,  reminds  us  m  On  Liberty: 
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The  only  freedom  which  deserveB  the  name  is  that  of  pursuing  our  own  good  in 
our  own  way,  so  long  as  we  do  not  attempt  to  deprive  others  oi  theirs  or  impede 
their  elTorts  to  obtain  it.  Each  is  the  proper  guaroian  of  his  own  health,  whether 
bodily  or  mental  and  spiritual.  Mankind  are  greater  gainers  by  suffering  each  other 
to  live  as  seems  good  to  themselves  than  by  compelling  each  to  live  as  seems  good 
to  the  rest." 

Family  supports  by  their  nature  go  to  the  heart  of  supporting  the  personal  deci- 
sions 01  how  to  live  as  seems  good  to  ourselves.  My  family  doesn  t  want  more 
money — we  want  less  money.  But  we  want  more  control  over  how  the  money  is 
spent.  If  we  want  less  money,  but  more  efficient  money,  who  besides  ourselves 
snould  be  responsible  to  say  whether  the  solution  is  good? 

Society  doesn't  tell  the  person  who  receives  a  tax  break  due  to  a  business  loss  how 
to  spend  the  money.  We  don't  tell  our  parents  what  they  may  do  with  their  social 
security  benefits.  We  respect  people's  right  to  make  decisions  about  their  own  lives. 

As  eaual  citizens  of  the  United  States,  my  family  should  be  trusted  to  make  deci- 
sions aoout  how  to  live  as  seems  good  to  ourselves,  even  if  we  choose  to  keep  all 
of  our  children  with  us  while  they  are  children,  even  if  one  of  our  children  happens 
to  have  disabilities.  We  can't  do  it  without  some  support,  but  we  hope  that  the  sup- 
port doesn't  come  at  the  cost  of  the  only  freedom  which  deserves  the  name. 

I  know  that  you  think  long  and  deeply  about  the  effects  of  government  on  citizens, 
how  to  reduce  the  ill  effects,  and  increase  the  desired  effects.  I  think  more  about 
it  now  that  I  live  with  the  government  in  my  house  every  day.  For  a  long  time,  I 
thought  that  I  should  be  grateful  for  the  help  and  not  complain.  That's  not  good 
enough  anymore. 

Although  I  am  supported  to  do  something  which  is  of  value  to  the  nation,  the  sup- 
port comes  with  rules  and  requirements  that  take  many  important  choices  out  of 
my  control.  My  choices  of  how  to  live  my  daily  life  are  taken  away  in  the  name  of 
assuring  society  that  its  money  is  being  spent  wisely. 

Alexis  de  Tocqueville  addressed  this  very  kind  of  intrusion  when  he  said  about 
the  United  States  that: 

The  type  of  oppression  which  threatens  democracies  is  different  from  anything 
there  has  been  in  the  world.  I  see  an  innumerable  multitude  of  men,  alike  and 
equal,  constantly  circling  around  in  pursuit  of  the  petty  and  banal  pleasures  with 
wnich  they  glut  their  souls.  Each  one  of  them,  witndrawn  into  himself,  is  almost 
unaware  of  the  fate  of  the  rest.  Mankind,  for  him,  consists  of  his  children,  and  his 

Eersonal  friends.  As  for  the  rest  of  his  fellow  citizens,  they  are  near  enough,  but 
e  does  not  notice  them.  He  touches  them  but  feels  nothing. 

Over  this  kind  of  man  stands  an  immense,  protective  power  which  is  alone  re- 
sponsible for  watching  over  their  fate.  The  power  is  absolute,  thou^tful  in  detail, 
orderly,  provident  and  gentle.  It  gladly  works  for  their  happiness  but  wants  to  be 
the  sole  agent  and  judge  of  it.  It  covers  the  whole  of  social  life  with  a  network  of 
petty,  complicated  rules  that  are  both  minute  and  uniform,  through  which  even  men 
of  the  greatest  originality  and  the  most  vigorous  temperament  cannot  force  their 
heads  above  the  crowd. 

Unable  to  wipe  out  our  conflicting  passions  for  guidance  and  freedom,  our  imagi- 
nation conceives  of  a  government  wmch  is  unitary,  protective  and  all-powerful,  but 
elected  by  the  people.  Each  individual  lets  them  put  the  collar  on,  for  he  sees  that 
it  is  not  a  person,  or  a  class  of  persons,  but  society  itself  which  holds  the  chains. 
Thai  is  not  good  enough  for  me.  I  am  much  less  interested  in  the  question  of  who 
my  master  is  than  in  tne  fact  of  obedience." 

I  am  no  longer  interested  in  obedience.  I  am  interested  in  beine  an  equal  citizen 
and  in  teaching  my  son  that  he  is  an  equal  citizen.  I  do  not  neea  or  deserve  over- 
powering or  paternal  guidance  as  I  deal  with  a  difficult  situation.  I  should  be  asked, 
not  told,  what  I  need.  I  should  be  responsible  for  the  consequences  of  my  decisions. 
I  need  to  participate  as  fuUy  as  possible  in  making  the  decisions.  As  a  citizen,  I 
must  be  able  to  reduce  and  even  eliminate  my  dependence  on  public  funds. 

At  first,  society  may  feel  it  needs  more  assurances  that  I  am  doing  the  right  thing. 
I  continue  to  question  its  right  to  demand  assurances  any  more  than  I  may  demand 
assurances  from  my  neighbors  who  are  helped  by  other  policies  of  the  nation. 

Society  may  wonder  more  about  accountability  if  this  Committee  moves  to  begin 
to  make  family-centered,  results-driven,  inclusive,  indef)endent,  empowering  family 
support  services  a  reality.  Society  may  wonder,  but  I  believe  that  if  society  pays  at- 
tention, it  will  see  that  the  results  for  families  have  improved  while  direct  costs 
have  been  controlled  and  transaction  costs  have  been  reduced.  Society  should  then 
send  each  of  you  a  thank -you  note. 

Thank  you  for  your  efforts  on  behalf  of  my  family  and  the  many  families  like  mine 
in  the  United  States. 
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Senator  Harkin.  Sue,  thank  vou  for  your  very,  very  eloquent  tes- 
timony. You  really  brought  it  home.  You  are  right.  They  will  pay 
for  these  two  assistants  who  can't  help  Charlie  up  the  stairs,  out 
they  won't  pay  to  put  a  stair  lift  in  or  something  like  that.  It  is 
dumb,  absolutely  dumb. 

Ms.  SwENSON.  Bingo. 

Senator  Harkin.  It  is  absolutely  dumb. 

Cathy  Ficker-Terrill,  welcome.  Please  proceed. 

Ms.  Ficker-Terrill.  Thank  you  very  much. 

As  you  know,  family  is  relatively  new  in  the  United  States.  Tra- 
ditionally, families  like  mine  were  encouraged  to  place  their  sons 
or  daughters  in  very  expensive  and  isolated  State  institutions  at  a 
very  early  age.  When  my  child  was  born,  I  was  encouraged  to  put 
her  away.  There  were  no  options.  There  are  many  families  like 
mine  that  want  to  keep  our  children  at  home,  all  of  our  children. 
Americans  value  family  preservation,  yet  our  national  policies  don't 
reflect  family. 

For  this  reason,  parents  from  over  12  different  States  got  to- 
gether the  week  before  Christmas,  and  to  show  their  commitment, 
they  gave  up  wrapping  presents  and  baking  cookies,  and  on  their 
own  time,  they  flew  to  Chicago  to  draft  the  parameters  of  a  na- 
tional policy  on  family  support.  While  struggling  to  support  our 
families  without  resources,  we  are  here  to  ask  you  to  introduce  this 
national  policy  change. 

I  would  like  to  take  this  opportunity  to  thank  you,  Senator  Har- 
kin, and  your  staff,  for  supporting  families  by  generating  this  bill 
which  really  reflects  the  needs  and  the  wants  of  families  with  chil- 
dren who  happen  to  have  disabilities.  This  has  been  a  joint  effort 
of  families  from  across  the  country,  working  together  with  you, 
Senator  Harkin,  and  your  staff,  to  affect  change  for  children. 

We  all  come  from  families.  Some  families  are  big,  some  are 
small,  some  are  extended,  some  are  nuclear,  multigenerational, 
one-parent  families,  two-parent  families,  grandparent  families. 
Some  of  us  become  part  of  a  family  by  birth,  some  by  adoption, 
some  by  marriage,  and  some  merely  for  a  desire  for  mutual  sup- 
port. As  family  members,  we  nurture,  we  protect,  and  we  influence 
one  another.  As  you  know,  our  families  create  neighborhoods,  com- 
munities. States,  and  this  great  Nation. 

My  family  happens  to  include  a  child  with  multiple  disabilities. 
She  happens  to  have  the  opportunity  to  attend  her  own  school.  She 
plays  with  the  kids  on  the  block  and  she  attends  her  church.  The 
only  difference  is  that  she  needs  lots  and  lots  of  supports. 

Beth  can  speak  now,  but  she  can't  remember  words.  Because  of 
early  intervention  Beth  can  now  walk  and  can  now  almost  ride  a 
bike,  but  she  falls  every  day,  manv  times.  She  also  can  now  feed 
herself  with  a  fork,  if  we  remind  her,  but  she  is  allergic  to  most 
foods — all  wheat,  all  dairy  products,  and  corn  syrup,  which  hap- 
pens to  be  in  just  about  every  food  that  is  processed,  so  we  have 
to  watch  her  and  her  diet  every  minute  of  the  day.  Beth  also  hap- 
pens to  be  an  affectionate,  funnv,  energetic,  friendly,  and  inquisi- 
tive eight-year-old.  I  don't  want  her  to  be  put  away.  I  need  to  nave 
options. 

I  celebrate  the  fact  that  you  are  working  with  us  to  change  na- 
tional policy  that  would  allow  States  to  offer  a  wide  array  of  sup- 
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ports  and  services,  and  most  importantly,  services  that  are  family 
driven.  Each  of  us  here  at  the  table,  and  families  that  we  have 
worked  with  as  volunteers  for  years,  wants  the  decision-making 
process  to  be  put  back  in  the  hands  of  the  families. 

The  legislation  allows  each  State  to  have  a  council  that  is  not 
only  family-centered  but  family-driven.  We  don't  need  to  create  an- 
other system  that  is  solely  professionally-driven.  The  Family  Coun- 
cil will  allow  each  State  to  focus  on  the  entire  family.  It  will  respect 
changing  family  needs,  and  most  importantly,  the  council  will  re- 
spect cultural,  economic,  and  spiritual  differences  of  families. 

I  would  like  to  tell  you  a  couple  stories.  There  is  a  family  in  Vir- 
ginia, and  the  mother  had  a  cnild,  a  little  boy,  who  was  2  years 
old  who  had  severe  disabilities  who  needed  24-hour  medical  care. 
The  mom  was  providing  that  care  with  some  supports,  but  the 
mom  became  pregnant  and  required  full-time  bed  rest.  The  system 
provided  her  24-hour,  round-the-clock  nursing,  very,  very,  very  ex- 
pensive care,  and  nothing  seemed  to  work.  The  little  boy  wasn't 
nappy,  mom  wasn't  happy,  dad  wasn't  happy. 

One  day,  mom  was  in  a  State  of  tears  and  an  advocate  came  to 
her  and  said,  by  the  way,  do  you  have  any  ideas  how  we  could 
solve  this  dilemma?  Mom,  through  her  tears  said,  I  don't  have  the 
money,  but  my  mom  is  a  retired  nurse,  and  for  $350,  you  could  fly 
her  up  from  Georgia  and  she  would  be  willing  to  stay  with  us  for 
6  months  and  provide  24-hour,  around-the-clock  nursing.  That  is 
what  this  bill  is  about,  supporting  families. 

Flexibility — the  legislation  is  flexible  not  only  for  families  but  for 
individual  States.  Some  States,  of  course,  have  been  doing  family 
support  for  some  time.  Others  have  not  even  begun.  This  bill  has 
the  flexibility  to  make  a  difference  in  my  family.  The  outcome  is 
family  stability,  and  that  is  what  is  important  to  me.  Family  sup- 
port should  put  real  control  in  the  hands  of  families.  We  don't  want 
to  reinvent  the  wheel.  We  just  want  to  support  States  to  learn  how 
to  better  support  families  in  a  flexible  way,  and  I  think  your  bill 
does  this. 

In  one  State,  the  State  of  Illinois,  there  was  a  large  respite  fund- 
ed program.  State  policy  would  have  allowed  the  respite  worker  to 
come  into  the  home  and  to  work  with  the  parents  and  children. 
This  happened  to  be  in  Green  County,  a  very  poor  county.  How- 
ever, the  children  happened  to  be  in  wheelchairs,  and  the  floor  in 
which  therapy  was  done  was  a  dirt  floor.  It  was  very  difficult  to 
do  therapy,  and  it  was  very  difficult  to  teach  a  child  how  to  do 
crawling,  and  even  though  the  respite  workers  were  in  there,  the 
children  were  still  on  a  dirt  floor. 

Through  an  innovative  pilot  through  flexible  family  support,  it 
allowed  this  family  to  get  what  they  needed,  and  what  they  needed 
was  a  sheet  of  linoleum  so  that  their  children  could  do  therapy  in 
an  environment  that  was  safe  and  clean.  Families  chose  the  sup- 
ports based  on  their  individual  needs  and  preferences. 

As  you  know,  and  I  know  that  you  are  committed,  families  are 
the  United  States'  most  valuable  natural  resource.  I  volunteered 
with  a  lot  of  families  in  blue-collar  neighborhoods,  and  my  favorite 
story  was  about  a  family  who  had  a  14-year-old  little  girl.  The  little 
girl  went  to  school  on  a  special  bus  and  she  went  to  a  special 
school,  but  the  deal  was  they  couldn't  get  the  child  any  longer  off 
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the  bus  and  into  the  house  because  the  family  Hved  in  a  bungalow, 
one  of  those  things  with  the  steps.  They  couldn't  get  the  child  up 
the  steps,  and  they  were  this  close  to  placing  this  14-year-old  little 
girl  into  an  institution  at  a  cost  of  $45,000  to  $50,000  a  year. 

I  went  in  and  I  sat  down  with  the  family  and  said,  what  would 
it  take?  What  would  it  take  to  keep  your  child  at  home  with  you? 
Do  you  want  to  keep  your  child  at  home?  What  they  said  to  us  is, 
$2,500,  that  is  all  it  would  take,  $2,500.  We  could  remodel  our 
house  and  we  could  get  our  child  off  the  bus  and  into  the  front  door 
and  in  and  out  of  the  bathroom. 

So  the  Illinois  Planning  Council  funded  a  pilot  to  help  this  fam- 
ily, and  it  is  the  first  time  in  my  history  that  I  have  known  of  a 
family  to  give  government  money  back.  We  gave  the  family  $2,500. 
They  turned  around  and  said,  here  is  $1,000  back,  because  here  is 
the  deal.  Everybody  in  our  neighborhood  is  a  laborer.  They  decided 
to  donate  all  the  labor  for  free.  We  went  to  the  hardware  store, 
they  found  out  about  our  project,  and  they  gave  us  a  20  percent 
discount  on  all  of  the  lumber. 

So  here  is  a  family  who  now  has  their  14 — she  is  now  16 — ^year- 
old  little  girl  still  living  with  them,  and  all  it  cost  was  $1,500.  What 
it  would  have  cost  is  $45,000,  but  emotionally,  it  would  have  ripped 
the  family  apart. 

This  is  not  a  crisis-driven  bill,  although  families  are  in  crisis.  It 
is  a  preventative  bill  that  recognizes  that  government  should  not 
become  the  family,  but  that  government  can  assist  a  family  who 
has  a  child  with  a  disability. 

I  don't  have  any  government-fimded  family  supports  in  my  fam- 
ily. I  depend  extensively  on  natural  supports  available  through  my 
family,  friends,  and  relatives.  However,  those  supports  only  ^o  so 
far.  I  can  only  ask  my  mother  to  come  to  my  house  so  many  times. 
As  I  said,  Elizabeth  is  eight,  and  for  the  first  3  years  of  her  life, 
she  never,  never  slept  through  the  night  because  of  complex  aller- 
gies. As  a  result,  my  husband  and  I  took  turns  sleeping  four  hours 
a  night.  Family  support  could  have  made  a  difference  in  our  lives, 
if  we  could  have  slept  only  one  out  of  seven  nights  a  week. 

When  the  school  told  us  when  we  went  to  registration,  we  don't 
take  kids  like  her  here,  and  we  had  to  fight  for  her  to  attend  her 
public  school,  we  really  could  have  used  some  family  support.  When 
she  couldn't  walk  or  talk  or  crawl  or  hear,  it  would  have  been  nice 
to  have  just  a  few  family  supports  to  keep  us  together,  but  there 
was  no  program  available,  other  than  a  residential  placement,  and 
there  was  a  three-year  waiting  list  for  respite. 

When  I  went  to  Saudi  Araoia  right  after  Desert  Storm  to  help 
set  up  programs  as  a  volunteer,  to  set  up  programs  for  people  with 
disabilities,  I  was  finally  able,  at  that  point,  to  secure  a  few  hours 
of  family  support  a  week  for  the  5  weeks  I  was  gone  so  my  husband 
could  manage  a  child  with  multiple  disabilities. 

I  believe  this  bill  provides  flexibilities  to  States  to  assist  families 
of  children  with  disabilities  to  be  more  connected  to  their  commu- 
nity, to  make  a  positive  difference  in  the  lives  of  children  and  fam- 
ily. We  give  family  more  control  in  their  lives,  and  it  will  enhance 
my  family's  ability  to  meet  the  changing  needs  of  my  child,  and  I 
thank  you  from  the  bottom  of  my  heart. 

[The  prepared  statement  of  Ms.  Ficker-Terrill  follows:] 
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Prepared  Statement  of  Cathy  Ficker-Terrill 

Family  support  is  relatively  new  in  the  United  States.  Traditionally  families  were 
encouraged  to  place  their  sons  and  dau^ters  in  very  expensive  and  isolated  institu- 
tions at  a  very  early  age.  There  were  no  options.  There  are  many  families  like  mine 
that  want  to  keep  all  of  their  children  at  home.  Americans  value  family  preserva- 
tion, yet  our  national  policies  do  not  reflect  family  support. 

For  this  reason,  parents  from  over  12  states  got  together  and  decided  to  draft  lan- 
guage that  could  ana  would  change  national  policy  to  support  families  who  have 
children  with  disabilities.  While  struggling  to  support  our  families  without  re- 
sources, we  are  here  to  ask  you  to  consider  tnis  national  policy  change.  I  would  like 
to  take  this  opportunity  to  thank  Senator  Harkin  and  his  staff  for  supporting  fami- 
lies be  generating  this  bill  which  reflects  the  true  needs  and  wants  of  families  with 
children  who  happen  to  have  disabilities.  This  has  been  a  joint  effort  of  families 
from  across  the  country  working  with  Senator  Harkin  and  his  staff  to  affect  change 
for  our  kids. 

We  all  come  from  families.  Families  are  big,  small,  extended,  nuclear,  multi- 
generational,  with  one  parent,  two  parents,  and  grandparents.  We  become  part  of 
a  family  by  birth,  adoption,  marriage,  or  from  a  desire  for  mutual  support.  As  family 
members  we  nurture,  protect,  and  influence  one  another.  Our  families  create  neigh- 
borhoods, communities,  states,  and  our  Nation.  My  family  happens  to  include  a 
child  with  multiple  disabilities,  who  attends  her  home  school.  She  plays  with  the 
kids  on  the  block  and  attends  her  church.  The  only  difference  is  that  she  needs  a 
lot  of  support.  Beth  can  speak  now  but  she  can't  remember  words,  because  of  earlv 
intervention  Beth  can  walk  now  but  she  fall  a  lot,  she  can  feed  herself  with  a  fork 
but  she  is  allergic  to  wheat,  all  dairy  and  com  syrup  so  we  have  to  watch  her  diet 
every  minute.  Beth  is  also  affectionate,  funny,  energetic,  friendly  and  inquisitive.  I 
don't  want  you  to  take  her  away.  I  don't  want  to  put  her  away.  I  want  you  to  sup- 
port a  change  in  national  policy  to  allow  states  to  offer  a  wide  array  of  supports 
and  services  that  are:  Family  driven:  Each  family  leads  the  decision-making  process 
about  the  type  and  amount  of  support  we  receive.  The  legislation  allows  each  state 
to  have  a  Council  that  is  family  centered  and  family  driven.  We  don't  need  to  create 
another  system  that  is  solely  professinally  driven.  The  Family  Council  will  focus  on 
the  entire  family.  It  will  respect  changing  family  needs.  The  Council  will  respect  cul- 
tur«d,  economic,  and  spiritual  differences. 

A  family  in  Virginia  was  getting  round  the  clock  nursing  services,  case  manage- 
ment, in  extensive  medical  care,  but  no  one  had  asked  mom  what  she  thought  would 
support  her.  When  someone  finally  asked  mom,  her  response  was,  "if  only  someone 
could  fly  my  mom  here,  she's  a  retired  nurse,  but  she  can't  afford  the  airfare.  For 
less  than  $400,  that  family  had  a  live  in  nurse  who  was  also  a  grandmother. 

Flexible:  This  legislation  is  flexible  for  families  and  for  individual  states.  Some 
states  have  been  doing  family  support  for  some  time,  others  have  not  even  begun. 
This  bill  has  the  flexibility  to  make  a  difference  in  the  life  of  my  family.  The  out- 
come is  family  stability.  Family  support  should  put  real  control  in  the  hands  of  fam- 
ilies. We  don  t  want  to  reinvent  the  wheel.  We  just  want  to  support  states  to  learn 
how  to  better  support  families  in  a  flexible  way. 

In  one  state  there  is  a  large  respite  funded  program.  State  policy  would  have  al- 
lowed respite  workers  to  come  into  the  house  to  worii  with  the  parents  and  the  chil- 
dren. However,  when  the  children  were  taken  from  their  wheelchairs  to  the  floor, 
it  was  difficult  to  do  therapy  on  the  dirt  floor.  Flexible  family  support  throu^  an 
innovative  pilot  allowed  one  family  to  obtain  a  linoleum  floor  in  their  one  room 
house.  Families  could  choose  supports  based  upon  individual  needs  and  preferences. 
Families  are  the  United  States'  most  valuable  natural  resource.  I  volunteered 
with  a  family  living  in  a  blue  collar  neirfiborhood.  Their  child  was  14  years  old  and 
they  could  no  longer  lift  her  from  the  bust  up  the  front  steps  of  their  bungalow. 
They  were  looking  for  a  residential  placement  for  Linda,  not  from  choice  but  because 
there  were  no  other  options  available  to  them.  Through  a  family  support  pilot  the 
family  received  $2,500  a  year  for  individualized  supports.  The  cost  of  residential 
care  would  have  been  over  $45,000  per  year.  The  family  developed  a  plan  to  make 
their  home  accessible.  This  is  the  first  example  in  my  life  where  someone  gave 
money  back  to  state  government.  The  family  through  their  creative  resources  had 
friends  and  neighbors  do  the  labor  for  free,  the  hardware  store  found  out  about  the 
project  and  gave  them  a  20  percent  discount.  The  family  made  their  front  steps  and 
bathroom  accessible  for  their  daughter  with  cerebral  palsy,  and  had  $1,000  left  over. 
Working  with  the  family  we  discovered  that  mom  had  not  been  out  of  the  house  for 
14  years.  They  used  the  rest  of  the  money  for  respite  to  hire  someone  to  assist  in 
supervision  while  they  went  out  occasionally.  This  bill  is  family  centered.  The  bill 
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puts  clearly  in  policy  that  the  United  States  values  families,  and  it  is  not  our  intent 
to  supplant  them. 

This  is  not  a  crisis  driven  bill,  although  families  are  in  crisis.  It  is  a  preventative 
bill  that  recognizes  that  the  government  should  not  become  the  family,  but  that  gov- 
ernment can  assist  a  family  who  has  a  chUd  with  a  disability. 

I  am  sorry  that  I  was  late  this  morning,  but  I  don't  have  government  funded  fam- 
ily supports  for  my  child.  I  depend  extensively  on  the  natural  supports  available 
through  my  family,  friends  ana  relatives.  However  those  supports  only  go  so  far. 
Elizabeth  is  8  years  old.  For  the  first  3  years  of  her  life  she  did  not  sleep  through 
the  night  because  of  her  complex  disabilities.  Family  support  could  have  made  a  dif- 
ference in  our  lives.  When  the  school  told  us  that  they  "don't  take  kids  like  her" 
and  we  had  to  fight  for  her  to  attend  the  public  school,  we  could  have  used  family 
support.  When  she  couldn't  walk  or  talk  or  crawl  or  hear,  it  would  have  been  nice 
to  have  a  few  supports  to  keep  our  family  together,  but  there  was  no  program  avail- 
able other  than  a  residential  placement.  There  was  a  3  year  waiting  list  for  respite 
care.  When  I  went  to  Saudi  Arabia  after  Dessert  Storm  to  help  set  up  programs  for 
persons  with  disabilities,  I  finally  was  able  to  secure  a  few  hours  of  family  support 
a  week  to  help  my  husband  while  I  was  gone  to  manage  a  child  with  multiple  dis- 
abilities. 

This  bUl  will  allow  states  the  flexibility  to  assist  families  of  children  with  disabil- 
ities to  be  able  to  feel  more  connected  to  their  community,  wiU  make  a  positive  dif- 
ference in  the  Uves  of  children  and  families,  will  give  family  more  control  in  their 
lives,  and  will  enhance  my  family's  ability  to  meet  the  changing  needs  of  my  child 
with  a  disability.  Thank  you. 

Senator  T4Harkin.  Cathy,  thank  you  again  for  being  here  and  for 
your  testimony. 

Before  I  start  with  any  questions,  I  would  like  to  recognize  my 
friend  and  colleague,  the  ranking  member  of  the  subcommittee, 
who  has  been  stalwart  in  his  support  of  this  type  of  lerislation.  You 
know  that  well,  Sue,  being  from  Minnesota.  I  would  like  to  recog- 
nize him  for  any  statement  or  whatever  he  wants  to  say. 

Senator  Durenberger. 

Senator  Durenberger.  Thank  you,  Mr.  Chairman. 

Let  me  begin  by  saying  that  the  faith  and  the  confidence  that  not 
just  the  people  testifying  but  everybody  in  this  room  has  placed  in 
the  chair  of  this  subcommittee  is  well  placed.  I  know  for  sake  of 
time  you  have  to  sort  of  underplay  your  compliments  to  Tom  Har- 
kin  and  to  his  staff,  but  we  all  know  that  it  is  a  fact  of  life. 

Senator  Harkin.  Thank  you. 

Senator  Durenberger.  It  is  my  pleasure  to  work  with  him  for 
a  few  more  months. 

Sue,  I  think  I  want  to  make  two  points.  Tomorrow  morning,  at 
7:30  in  St.  Paul,  mv  Charlie  will  be  a  father  for  the  first  time  and 
I  will  be  a  grandfather. 

Ms.  SwENSON.  Congratulations. 

Senator  Durenberger.  Thank  you.  I  thought  about  that  as  you 
were  talking  about  your  Charlie.  I  was  with  my  Charlie  and  Lois 
on  Sunday  and  we  were  talking  about  their  concerns.  The  first 
thing  they  are  concerned  about  is  whether  Charlie  will  faint  during 
the  process  of  child  delivery  by  Lois,  and  the  second  is  the  normal 
concern,  that  people  have  at  this  time,  because  they  have  to  do  a 
C-section  and  so  forth. 

I  really  can  relate  to  everything  that  all  three  of  you  have  said. 
There  are  two  observations  I  want  to  make,  the  first  is  about  what 
we  are  doing  here  and  what  you  are  trying  to  do  with  this  bill, 
which  is  certainly  well  intentioned,  but  there  is  a  better  way  to  do 
it  and  I  know  that  this  legislation  we  are  discussing  today  is  only 
transitional. 
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One  of  you,  maybe  it  was  David,  as  I  was  coming  in,  said  some- 
thing. You  didn't  say  the  "law  of  unintended  consequences",  but 
both  you  and  Sue  mentioned  the  fact  that  while  what  we  do  here 
is  never  intended  to  make  it  look  as  though  you  are  untrustworthy, 
it  just  always  seems  to  have  that  effect.  I  tnink  that  is  called  the 
law  of  unintended  consequences. 

When  you  legislate  a  uniform  solution  to  a  problem  across  every- 
body in  America,  you  are  legislating  against  individuality,  you  are 
legislating  against  creativeness,  inventiveness,  personal-ness,  fam- 
ily, trust,  and  all  of  those  things.  Yet,  if  we  hadn't  done  some  of 
that  over  the  last  30-some  years,  your  kids  would  be  in  institutions, 
warehoused.  We  have  come  quite  a  piece  in  the  last  30-plus  years. 

We  have  to  remember  where  we  came  from,  and  we  have  to  re- 
member what  we  learned.  We  have  been  through  enough  con- 
ferences, particularly  with  the  House,  to  know  how  strongly  they 
feel  about  accountaoility.  They  think  they  are  spending  precious 
dollars  and  they  want,  somehow  or  other,  to  hold  you  all  account- 
able for  how  that  money  is  being  spent,  and  they  can't  do  it  if  they 
just  let  you  make  these  decisions. 

So,  it  is  a  fact  that  a  categorical  approach  to  a  solution  cannot — 
cannot — treat  a  person  as  a  whole  person.  It  doesn't  work  that  way. 
We  take  people  and  families  and  communities  and  we  slice  them 
into  categories,  depending  on  "need". 

So  everything  you  say  here  in  this  proposal,  in  this  legislation, 
is  named  at  wholeness  and  individuality  and  all  that  sort  of  thing, 
but  I  have  serious  doubts  about  whether  the  categorical  approacn 
ever  really  does  that. 

You  are  going  to  the  next  step,  State  waivers  and  flexibility  and 
all  that  sort  of  thing,  which  is  nice.  In  States  like  Iowa,  Illinois, 
and  Minnesota,  using  waivers  and  flexibility  is  terrific,  because  we 
are  the  Nation's  leaders  in  providing  access  and  so  forth.  We  try 
to  get  as  close  to  flexibility  and  individuality  and  personality  as  we 
can,  but  even  we  at  the  Federal  level  and  the  State  level  can't  do 
it  all. 

That  leads  me  to  my  second  point.  My  second  point  is,  thinking 
on  the  way  into  work  this  morning  about  health  care  reform,  as  1 
do  every  morning  as  I  come  in  to  work,  and  then  thinking  about 
Charlie  and  Lois,  it  occurred  to  me  that  I  suppose  the  cost  of  a  C- 
section  out  there  in  Minnesota  is  going  to  be  $2,500,  $3,000,  or 
something  like  that.  Everybody  says,  "I  have  a  right  to  have  that 
covered  in  my  health  insurance".  A  delivery  is  very  normal,  in  most 
circumstances,  expected  event.  It  is  not  an  insurable  event.  We 
spent  $25,000  to  $50,000  of  our  own  funds  on  the  marriage  of 
Charlie  and  Lois,  and  we  think  somebody  else  has  to  pick  up  the 
bill  for  a  $2,500  birth.  I  don't  get  that. 

Now  when  a  birth,  according  to  the  Lord's  plan  or  however  these 
things  come,  results  in  Charlie  or  Beth  having  a  disability,  or  per- 
haps there  is  an  accident  that  occurs  during  tne  course  of  life  that 
results  in  a  disability.  Then  these  are  the  kinds  of  things  you 
would  put  in  the  category  of  an  insurable  event.  You  didn't  expect 
it  to  happen.  Sue,  you  said  your  first  child  was  a  normal  birth,  but 
you  didn't  expect  that,  Charlie  would  be  bom  with  a  disability. 

That  is  what  we  need  health  insurance  for.  That  is  what  we  need 
national  coverage,  uniform  coverage,  across  this  country  for  all.  We 
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don't  need  it  for  Charlie  and  Lois  going  to  United  Hospital  tomor- 
row at  7:30,  but  by  gosh,  somehow  or  other,  we  have  to  give  it  to 
them. 

If,  in  fact,  we  do  health  care  reform  the  way  I  believe  the  Clin- 
tons would  like  to  see  it  done,  and  those  of  us  who  are  in  the  bipar- 
tisan middle  would  like  to  see  it  done,  hopefully,  we  will  change 
the  rules  for  the  way  the  system  operates,  and  we  will  all  be  able 
to  buy,  if  we  do  the  financing  properlv  accountable  health  plans.  In 
our  local  communities,  those  are  local  health  plans  which  will  help 
us  deal  not  only  with  the  insurable  events  but  the  truly  unexpected 
events  in  ways  that  are  sensitive  to  individuals. 

We  hate  to  give  the  plans  a  name.  If  you  say  it  is  managed  care, 
then  somebody  says,  well,  we  are  cutting  services,  cutting  costs, 
stuff  like  that.  But  the  reality  and  the  ultimate  goal  here  is  that 
your  family  is  protected  by  an  accountable  health  plan,  and  when 
an  event  like  Charlie's  muscular  dystrophy  occurs,  the  relationship 
between  you  and  that  health  plan  develops  everything  that  you 
want  for  Charlie.  It  is  individualized  and  provides  community  serv- 
ices when  that  is  appropriate  or  individualized  services. 

You  would  never  run  into  a  situation  where  you  got  stuck  in  an 
elevator,  or  you  couldn't  get  an  elevator,  because  the  alternative  is 
reimbursed  but  elevators  are  not.  Come  on,  that  wouldn't  happen 
in  your  local  community  if  you  had  a  personal  relationship  through 
a  membership  in  a  health  plan  that  covered  these  sort  of  unex- 
pected, insurable  events. 

But  instead,  it  looks  like  we  are  going  to  approach  health  care 
reform  and  try  to  enfranchise  all  these  little  categorical  services 
into  these  health  plans,  and  we  are  going  to  miss  what  each  of  you 
has  said  to  us  today  is  really  important,  and  that  is  an  individual 
response  to  an  individual  need. 

I  think  we  have  learned  so  much  from  the  categorical  approach 
to  this  over  35  years.  Now  is  the  time  to  get  back  to  community, 
to  get  back  to  tnis  individual  relationship,  and  our  job  is  to  make 
sure  that  we  can  finance  for  everybody  in  America  access  to  that 
kind  of  a  system,  not  through  500  or  600  individual  categorical  re- 
sponses, but  through  the  financing  that  it  takes  to  provide  ade- 
quate health  coverage  for  everybody  in  this  country. 

I  don't  have  an  opinion  yet  on  this  bill.  I  do  have  the  view  that 
I  have  just  expressed  on  your  testimony  on  the  bill.  I  think  we  are 
very  close  to  meeting  your  needs,  if  we  do  this  right,  in  health  care 
reform.  If,  in  addition  to  that,  we  have  to  provide  the  sort  of  transi- 
tional flexibility  mechanism,  so  be  it.  Maybe  that  is  an  important 
thing  to  do.  But  I  really  do  think  health  care  reform  has  the  poten- 
tial to  deal  with  problems  just  like  the  ones  you  are  talking  about. 
We  are  going  to  get  rid  of  preexisting  conditions.  We  are  going  to 
get  rid  of  this  so-called  medically  uninsurable  situation  that  you  all 
face,  because  we  have  to. 

Thank  you. 

Senator  Harkin.  Thank  you.  Senator  Durenberger. 

That  brings  up  all  kinds  of  thoughts.  Obviously,  part  of  what  I 
think  you  are  all  talking  about  has  to  do  with  the  concept  of  long- 
term  care  and  how  we  implement  long-term  care. 

Senator  Durenberger.  Exactly,  exactly. 
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Senator  Harkin.  We  keep  hearing  about  long-term  care.  There 
are  some  who  say,  well,  long-term  care,  that  is  sort  of  Cadillac. 
That  is  a  frill.  That  is  something  we  are  going  to  have  to  bargain 
away.  I  have  often  thought  about  that.  If  you  are  a  family  and 
someone  in  your  family  has  to  have  an  acute  operation,  a  brain 
tumor,  needs  intensive  surgery,  chemotherapy,  or  radiation,  it  costs 
you  $100,000,  $150,000,  there  is  no  one  who  would  not  say  that 
that  shouldn't  be  covered  by  some  form  of  national  health  insur- 
ance. That  is  part  of  it. 

What  about  the  family,  though,  who  has  a  child  with  a  disabil- 
ities, who  doesn't  need  an  intensive,  acute  operation  but  needs 
long-term  care  that  may  add  up  to  $100,000  or  $150,000,  and  we 
say,  no,  that  is  not  allowed.  But  the  impact  on  the  family  is  the 
same.  It  is  the  same  kind  of  money.  What  is  the  difference?  To  me. 
that  is  some  kind  of  artificial  distinction  that  is  being  drawn,  and 
we  have  to  get  rid  of  that  artificial  distinction. 

Much  of  what  we  are  talking  about  here  has  to  do  with  the  con- 
cept of  who  decides  which  long-term  care  is  best  for  you.  Is  it  some 
bureaucrat  that  comes  in,  no,  we  are  going  to  do  this,  but  it  mav 
not  be  what  your  family  wants,  or  is  it  you,  and  in  concert  with 
other  families,  sitting  down  and  deciding  exactly  how  you  want 
that  family  to  function  and  operate,  where  you  want  to  live,  how 
you  want  your  children  raised.  It  is  our  responsibility  to  raise  our 
children. 

I  mentioned  in  my  opening  statement  closing  the  loop  on  ADA. 
That  is  part  of  it,  but  it  is  also  anticipating  health  care  reform  com- 
ing and  now  we  make  sure  that  families  with  children  with  disabil- 
ities are  an  integral  part  of  that  and  are  not  just  sort  of  carved  out. 
That  is  really  what  we  are  about  here. 

The  whole  concept  of  empowerment,  family-centered,  and  familv- 
directed,  is  so  important.  Let  me  play  the  devil's  advocate,  though, 
and  let  me  throw  you  a  hard  ball,  because  this  is  what  I  get. 

Yes,  Senator  Harkin,  all  that  is  all  right,  but  you  go  to  the 
Swenson  family  out  there  in  Minneapolis,  and  sure,  they  love  their 
child.  They  want  the  best.  They  want  an  elevator  in  their  home. 
They  want  an  elevator  that  holds  four  people.  They  want  the  Cad- 
illac of  all  elevators.  They  won't  settle  for  a  stair  climber  or  what- 
ever it  is,  they  want  the  best.  Who  decides  that?  If  we  leave  it  up 
to  the  families,  why,  you  want  the  Cadillac  of  everything. 

That  is  what  they  say  to  me.  How  do  I  respond?  I  told  you  I 
would  throw  you  a  hard  ball. 

Ms.  Swenson.  That  is  okay,  I  have  had  that  one  before. 

Senator  Harkin.  I  will  bet  you  have.  I  will  bet  you  all  have  out 
there. 

Ms.  Swenson.  The  thing  is,  one  of  my  huge  accomplishments 
this  year  was  also  to  give  back  some  money,  and  it  was  difficult 
to  do  with  this  system.  In  Minnesota,  we  have  a  tremendous 
amount  of  resources  thrown  at  my  son,  and  money  is  not  the  prob- 
lem, not  for  me.  I  know  it  is  in  other  States,  but  it  is  not  for  me. 
To  give  back  one  hour  a  day  took  me  a  year,  to  get  the  State  to 
say,  okay,  we  will  reduce  Charlie's  hours  from  56  to  47  hours  per 
week  of  personal  assistance.  We  use  15  to  20. 

I  suppose  if  we  were  going  for  the  Cadillac,  we  would  be  using 
more  and  trying  to  get  more,  but  see,  the  Cadillac,  from  the  out- 
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side,  the  one  that  costs  the  most  is  not  very  often  the  solution  that 
delivers  the  best  result  to  the  family. 

Senator  Karkin.  That  is  true.  That  is  absolutely  right.  It  may 
not  look  like  a  Cadillac,  but  it  will  cost  more  than  a  Cadillac. 

Ms.  SwENSON.  It  costs  more.  What  I  submit  to  you  that  what  the 
Congress  should  be  concerned  about  is  the  cost  per  result. 

I  wrote  in  my  testimony  a  little  piece  from  John  Stewart  Mill, 
in  which  he  said  that  the  only  freedom  worth  the  name  is  the  free- 
dom to  live  your  life  the  way  you  choose. 

Now  the  Cadillac  in  Minnesota,  for  me,  is  having  56  hours  of 
very  expensive  personal  assistance  per  week.  I  don't  want  it.  I 
want  something  that  would  cost  half  that  amount.  Half  of  that  an- 
nual amount  would  buy  me  the  elevator  that  gives  Charlie  the 
independence  to  move  about  the  house  by  himself.  That  is  my  prin- 
ciple. I  will  take  anvthing  that  accomplishes  that  goal,  I  don't  care 
what  it  is.  That  is  the  result  I  want.  Half  of  1  year  s  fees  does  that, 
and  then  the  rest  of  the  time,  I  don't  need  anything. 

So  is  it  a  Cadillac  to  buy  me  an  elevator?  Do  we  let  people  make 
those  kinds  of  choices  about  what  other  people  do  with  their  lives? 
I  pay  mortgage  interest,  so  I  get  a  tax  break.  Nobody  tells  me  how 
to  spend  that  money.  That  is  also  a  government  program  that  pro- 
vides cash  to  my  family  to  do  something  with.  Nobody  tells  me 
what  to  do  with  it. 

Senator  Harkin.  Does  anybody  else  wish  to  respond?  David? 

Mr.  Novak.  Senator  Harkin,  I  don't  know  what  a  Cadillac  is. 
[Laughter.] 

Over  the  years,  whether  it  has  been  putting  a  hvdraulic  lift  in 
our  van  so  that  Paul  can  go  with  us  when  we  do  things,  whether 
it  is  buying  a  van  so  that  we  can  stay  as  a  family,  whether  it  is 
putting  a  ramp  in  our  home,  widening  our  doors,  putting  lever-ac- 
tion door  handles  on  the  doors,  putting  in  a  new  toilet  so  it  is  high- 
er so  Paul  can  use  it,  we  are  not  talking  Cadillac-types  of  things. 
A  part-time  associate  in  the  classroom,  that  is  not  Cadillac. 

We  are  looking  down  the  road,  the  van  is  going  to  wear  out  in 
two  or  3  vears.  We  are  going  to  have  to  replace  that  van. 

Paul  always  gives  back,  and  I  think  sometimes,  myself  included, 
we  always  look  at  the  dollars,  and  that  is  important.  I  have  a  budg- 
et at  home,  too.  But  what  Paul  shares  with  the  world  is  that  I  am 
13  years  old.  Let  me  do  my  thing.  Let  me  have  the  choice  that  I 
need  to  have  as  a  13-year-old.  Don't  put  things  in  my  way. 

For  Paul,  a  good  family  support  system  is  providing  me  with  a 
wheelchair  so  that  he  can  get  out  of  my  way,  because  Paul  has 
things  to  do,  places  to  go,  and  people  to  meet,  and  he  doesn't  need 
a  system,  he  doesn't  need  his  parents  or  anyone  else  getting  in  the 
way  of  that,  and  that  is  what  I  see  with  Paul. 

So  if  you  talk  about  Cadillacs,  I  have  a  challenge  relating  to  that. 
The  house  we  live  in,  very  modest,  a  very  modest  part  of  the  city. 
Our  incomes  are  from  a  service-oriented  approach.  Our  gross  fam- 
ily income  last  year  was  less  than  $28,000.  That  is  family  gross. 
You  take  FICA  out  of  that.  Feds  out  of  that,  State  out  of  that, 
$2,880  a  year  for  health  insurance  coverage — my  employer  pays  the 
rest  of  it — I  have  a  challenge  relating  to  the  concept  of  families,  to 
put  it  simply,  ripping  off  the  system.  Iowa  families  don't  look  at 
things  that  way. 
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If  there  is  a  need,  let  us  find  the  resource  and  meet  that  need. 
That  would  be  my  response. 

Senator  Harkin.  In  fact,  it  has  been  my  experience  over  the 
years,  not  only  in  this  subcommittee,  but  the  other  one  I  chair  on 
the  Appropriations  Committee,  where  we  appropriate  money  for 
HCFA,  the  Health  Care  Financing  Administration,  it  has  been  my 
experience  over  the  years  that  the  Cadillacs  a  lot  of  times  come 
about  not  through  the  families,  but  it  is  through  government  people 
contracting  with  suppliers  to  provide  something  you  don't  need. 

Ms.  SwENSON.  Right. 

Senator  Harkin.  If  they  went  to  the  families  in  the  first  place 
and  said,  what  is  it  that  you  need,  they  would  find  that  they  don't 
need  what  it  is  that  they  are  contracting  to  purchase.  We  found 
that  time  and  time  again,  from  a  top-down  type  of  system. 

It  has  been  my  experience,  again,  that  most  families  will  say, 
here  is  what  we  need.  I  have  had  some  experiences  in  my  own  fam- 
ily with  regard  to  that,  and  doing  the  job  better  and  doing  it  more 
efficiently  than  outside  people  could  do. 

Questions  have  been  raised  as  to  whether  there  should  be  a  sepa- 
rate bill  for  family  support,  for  families  of  children  with  disabilities. 

Sue,  I  was  struck  by  your  ability  to  get  to  the  heart  of  this  issue 
when  you  stated  that  the  current  system  is  hurting  vour  family. 
You  said,  in  1994,  we  need  Federal  systems  change  and  other  legis- 
lation to  address  family  support  because  we  don't  need  to  add  an- 
other system,  we  need  to  work  to  reinvent  the  old  one.  We  need  to 
reinvent  our  system  so  our  families  and  communities  may  more 
fully  feel  the  healing  effects  of  the  ADA. 

You  are  saying  that  Federal  and  State  Governments  are  cur- 
rently spending  significant  sums  on  children  with  disabilities.  You 
have  said  that  a  couple,  three  times  today.  The  problem  is  that  the 
systems  do  not  support  families.  They  hurt  families.  This  bill, 
which  enunciates  a  new  vision  based  on  the  precepts  of  the  ADA 
and  focuses  on  systems  change,  can  help  turn  that  around. 

So  for  each  of  you,  I  have  a  bottom-line  question.  Again,  why  is 
this  legislation  necessary,  and  can  $200,000  to  $500,000  per  State 
really  make  a  difference? 

Ms.  Ficker-Terrill.  We  think  that  the  bill  is  critical,  and  the 
piece  that  is  critical  within  the  bill  necessarily  is  the  family-cen- 
tered and  the  family-focused  components.  I  believe  that  the  bill  al- 
lows State  flexibility,  that  if  a  particular  State  wants  to  merge  one 
council  with  another  council,  as  long  as  the  parameters  of  the  Act 
are  met,  that  is  okay  and  that  is  the  flexibility  within  a  State. 

But  Congress  has  shown  before  that  $200,000  to  $300,000  to 
$400,000  has  and  can  make  a  significant  difference.  DD  Councils, 
for  example,  are  systems  change  agents  and  have  empowered  peo- 
ple with  disabilities.  They  have  made  a  change.  The  Earlv  Inter- 
vention Council  money  has  made  a  significant  change  in  the  lives 
of  families  and  young  children,  in  expanding  services  and  being 
more  creative  to  make  sure  that  those  services  are,  I  don't  know 
if  holistic  is  the  right  word,  but  cross-system  so  that  it  touches  fam- 
ilies, so  that  we  don't  put  people  in  boxes  and  we  aren't  segmenting 
families  and  putting  them  on  levels,  but  rather  letting  people  be 
empowered. 
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Whether  this  bill  is  to  stand-alone  or  whether  this  bill  becomes 
attached  to  something,  that  is  your  wisdom  which  will  guide  that. 
What  is  critical  to  us  is  that  the  family-driven  council  and  that  the 
components  of  any  service  derived  from  this  initiative  is  family 
driven,  that  is  what  we  think  is  really  important. 

Although  it  seems  like  a  small  amount  of  money.  States  some- 
times can  be  more  creative,  I  think,  when  there  are  smaller 
amounts  of  money  involved.  . 

Ms.  SwENSON.  For  me,  it  is  the  issue  of  leverage  that  is  really 
important.  I  think  in  metaphors,  so  my  metaphor  for  this  one  is, 
you  guys  articulate  the  values  here  of  what  family-centered  service 
really  means.  That  is  our  fulcrum.  We  have  this  big  system  over 
here  that  we  want  to  move,  and  you  give  us  $200,000  to  $500,000, 
and  that  is  our  lever. 

On  the  other  side,  we  have  families.  Your  values,  the  way  you 
have  articulated  them,  you  have  put  families  on  the  other  side.  I 
think  that,  given  the  family-driven  nature  of  this  thing,  I  do  think 
that  with  $200,000  to  $500,000,  families  taking  responsibility  as 
users  for  making  the  systems  more  appropriate  to  their  needs,  I 
think  it  will  work.   I  think  that  is  where  you  want  to  put  the 

money.  ,, 

Senator  Harkin.  David,  I  don't  know  if  you  have  anything  to  add 

to  that  or  not.  ,  /.it 

Mr.  Novak.  Yes.  The  end  of  this  month,  members  of  the  Iowa 
Family  Support  Initiative  will  be  meeting  with  the  head  of  the 
Iowa  Department  of  Human  Services.  We  will  be  sitting  down  and 
talking  about  where  do  we  go  next  in  terms  of  rule  writing  and  rule 
making  for  the  Iowa  family  support  bill  that  was  passed  in  April 

of  this  year. 

My  hunch,  going  into  that,  will  be  that  if  I  can  say— of  course, 
everything  is  on  a  competitive  grant  basis  within  this  legislation — 
if  I  could  say  there  is  a  possibility  that  a  minimum  of  $200,000 
would  come  into  the  State  to  develop  a  system  of  family  support, 
that  will  go  a  long  way  at  that  meeting.  The  person  will  say,  okay, 
there  is  something  behind  what  this  person  is  saying. 

Then  there  is  a  second  component  to  this,  that  through  the  Fed- 
eral legislation,  a  message,  a  very  clear  message,  is  going  out  to  the 
States,  and  that  message  is  families  are  important.  On  the  Federal 
level,  we  feel  families  can  control  their  futures.  That  is  a  very,  very 
clear  message  with  the  passage  of  this  legislation. 

Senator  Harkin.  Very  good. 

Did  you  have  any  questions  to  ask? 

Senator  Durenberger.  I  have  one  question,  if  I  might. 

Senator  Harkin.  Certainly. 

Senator  Durenberger.  Maybe  my  third  point,  something  I  really 
need  to  clarify,  because  I  just  read  some  of  the  material  about  how 
long  all  of  you  in  various  organizations  have  been  working  on  this, 
and  I  also  read  the  statement  of  principles  and  the  attachment  and 
both  are  really  terrific.  I  wrote  myself  a  note  to  figure  out  if  we  can 
take  this  statement  of  principles  and  we  can  take  what  New  Hamp- 
shire is  going  to  testify  about  and  stuff  like  that,  and  build  that 
into  health  care  reform? 

How  could  we  guarantee  that  in  every  local  community  in  Amer- 
ica, these  would  be  an  accountable  health  plan  in  which  the  bene- 
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fits,  described  in  terms  of  preventive,  diagnostic,  therapeutic,  and 
rehabilitative,  contemplate  exactly  the  kinds  of  situations  that  you 
are  talking  about  here? 

The  third  point  that  I  really  do  need  to  make,  so  people  don't 
think  I  am  somehow  hard-hearted  or  insensitive,  is  that  we  are 
going  to  dump  all  these  problems  back  where  tney  started  and 
nothing  is  going  to  get  done  for  example,  in  Mississippi.  Sure,  Iowa 
can  do  it  and  Minnesota  can  do  it  and  Illinois  can  do  it,  but  not 
such-and-such  State,  and  then  they  name  all  these  other  States, 
where  the  record  isn't  as  good — the  reality  is  that  it  is  our  task 
here  and  our  responsibility  to  finance  the  affordability  side  of 
health  care. 

Whether  it  is  age  and  health  status-related  for  people  with  dis- 
abilities or  the  elderly,  or  it  is  income-related  for  everybody  else  in 
our  societv,  financing  is  our  job.  If  we  can't  make  it  on  earnings 
alone,  and  we  can't  make  it  by  keeping  the  prices  in  the  cost  of  the 
system  down,  then  we  have  to  subsidize  it. 

Medicaid  is  not  the  way  to  do  it.  Right  now,  it  happens  to  be  the 
only  way,  but  it  is  a  demeaning  way  to  do  it,  really  demeaning.  We 
sit  here  in  a  society  in  which  everybody  in  the  middle  class  claims 
an  entitlement  to  everything  they  got  promised  in  a  foxhole  back 
in  the  1940's  and  God  knows  where  else.  It  is  demeaning  for  people 
who  are  elderly  or  disabled  to  be  forced  to  spend  down  into  a  wel- 
fare system.  It  is  demeaning  for  children  to  nave  children  in  order 
to  get  free  health  care  and  it  isn't  very  good  for  the  country. 

It  is  not  that  complicated,  to  think  about  this  in  terms  of  a  na- 
tional commitment,  a  national  financing  commitment,  to  make 
health  care  affordable  for  everybody  in  this  country,  but  to  leave 
to  the  basic  benefit  plan  and  to  every  community  through  these 
local  accountable  health  plans  the  design  of  the  services  that  are 
most  appropriate  for  their  members  in  a  given  circumstance. 

That  is  going  to  take  us  a  while  to  figure  out,  because  commu- 
nities haven't  been  responsive.  Health  plans  look  like  they  are  out 
to  gouge  people  and  make  money.  We  have  a  hard  time,  when  we 
think  about  this,  imagining  what  could  be  5  or  10  years  from  now. 

I  hope  that  you  all  will  keep  in  mind,  regardless  of  what  we  do 
here  today  with  the  work  that  you  have  brought  to  us,  and  it  is 
terrific  work,  that  can  be  the  kind  of  future  where  people  are  treat- 
ed as  individuals  and  families  are  treated  as  families,  and  where 
insurable  unexpected  events  truly  are  covered,  by  a  national  sys- 
tem that  doesn't  leave  anybody  anywhere — Mississippi  or  Iowa — 
out  in  the  cold  or  dependent  on  being  treated  like  they  are  some- 
how different  from  all  the  rest  of  us. 

That  is  a  lesson  that  I  have  learned  in  Minnesota  from  a  lot  of 
people,  and  I  have  learned  from  being  part  of  this  subcommittee, 
but  it  leads  me  in  my  other  committee,  the  Finance  Committee,  to 
say,  the  quicker  we  can  get  rid  of  Medicare  and  Medicaid  as  we 
know  it,  with  the  waste  and  the  demeaning  aspects  of  those  pro- 
grams today,  and  substitute  for  them  a  national  commitment  that 
enables  people  to  make  choices  that  are  most  appropriate  to  their 
particular  needs  in  local  communities,  the  better  off  we  are  going 
to  be. 

I  am  going  to  take  your  set  of  principles  and  the  attachments 
and  I  am  going  to  try  to  figure  out,  not  as  an  excuse  to  stay  off 
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of  this  project  with  Tom,  but  as  a  way  to  say,  if  we  really  want  to 
think  big,  we  want  to  think  about  where  we  could  be  5  years  from 
now  and  so  forth  and  see  how  we  could  do  that  through  the  process 
of  health  care  reform. 

Anybody  in  this  audience  today  who  has  some  thoughts  and  sug- 
gestions and  ideas  that  would  be  helpful,  since  both  of  us  are  going 
to  be  deeply  involved  in  health  care  reform,  I  am  sure  we  would 
be  pleased  to  get  your  suggestions  as  well. 

Thank  you,  Mr.  Chairman. 

Senator  Harkin.  Thank  you.  I  am  glad  that  you  are  on  the  Fi- 
nance Committee.  I  really  mean  that.  You  probably  aren't  right 
now.  [Laughter.] 

From  the  standpoint  of  what  we  are  trying  to  do  here,  we  are  de- 
lighted you  are  there  in  the  thick  of  that  battle. 

Thank  you  all  very  much  for  being  here.  We  appreciate  your  com- 
ing a  long  distance  and  for  your  eloquent  testimony. 

Senator  Harkin.  Now  we  will  call  our  second  panel,  Allan 
Bergman,  Director  of  State/Federal  Relations  for  the  United  Cere- 
bral Palsy  Associations;  and  Don  Shumway,  Director  of  the  New 
Hampshire  Division  of  Mental  Health  and  Developmental  Disabil- 
ities Services,  Concord,  New  Hampshire. 

Allan  Bergman,  here  on  behalf  of  the  Children  and  Families 
Task  Force  of  the  Consortium  for  Citizens  with  Disabilities,  wel- 
come. Again,  your  full  testimony  is  going  to  be  made  a  part  of  the 
record.  Please  proceed. 

STATEMENTS  OF  ALLAN  L  BERGMAN,  DIRECTOR  OF  STATE/ 
FEDERAL  RELATIONS,  UNITED  CEREBRAL  PALSY  ASSOCIA- 
TIONS, ON  BEHALF  OF  THE  CHILDREN  AND  FAMILIES  TASK 
FORCE  OF  THE  CONSORTIUM  FOR  CITIZENS  WITH  DISABIL- 
ITIES, WASHINGTON,  DC;  AND  DONALD  L.  SHUMWAY,  DIREC- 
TOR, NEW  HAMPSHIRE  DIVISION  OF  MENTAL  HEALTH  AND 
DEVELOPMENTAL  DISABILITIES  SERVICES,  CONCORD,  NH 

Mr.  Bergman.  Thank  you.  Good  morning.  Mr.  Chairman  and 
members  of  the  committee.  I  am  pleased  to  be  here  this  morning 
as  one  of  the  Co-Chairs  of  the  Children  and  Families  Task  Force 
of  the  Consortium  for  Citizens  with  Disabilities,  a  task  force  that 
was  formed  just  a  little  over  2  vears  ago  to  create  within  CCD  a 
greater  focus  on  the  needs  of  children  and  families  and  this  emerg- 
ing movement  of  family  support.  We  are  here  in  full  support  of  the 
draft  legislation.  Senator  Harkin,  and  we  beheve  that  this  will  go 
a  long  way  in  making  a  difference  for  famihes  in  this  country. 

On  a  personal  note,  I  have  been  privileged  to  work  with  the  three 
prior  panelists,  and  probably,  by  my  best  count,  several  thousand 
families  across  this  country  over  the  last  10  years  in  16  States  as 
part  of  the  emerging  family  support  movement. 

On  a  more  personal  note,  I  wear  that  hat  as  well.  Twenty-nine- 
and-a-half  years  ago,  my  daughter,  Dina,  was  bom,  and  to  show 
you  how  old  and  long  ago  that  was  in  our  rapidly-evolving  history, 
as  Senator  Durenberger  was  describing  it,  that  was  before  we  had 
Medicaid.  That  was  before  we  had  special  education.  That  was 
when  there  was  no  such  thing  as  family  support,  and  really  the 
only  ballgame  in  town  was  the  institution.  There  weren't  even  very 
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many  things  called  community-based  services.  So  I  know  full  well 
what  it  means  to  try  to  endure  where  there  are  no  supports. 

To  complicate  it,  I  was  in  graduate  school  at  the  time,  and  the 
University  of  Texas  and  all  of  my  wife's  family  and  mv  family  were 
living  in  Connecticut,  Massachusetts,  and  New  York  when  Dina 
was  bom,  so  we  had  no  extended  family  support  around  the  comer. 
We  were  hanging  in  on  our  own,  and  boy,  I  sure  wish  we  had  some 
of  the  things  that  we  are  talking  about  in  this  legislation. 

Five  years  ago,  I  remarried,  afler  being  divorced  for  a  number  of 
years,  and  became  a  step-dad  of  a  22-year-old  young  lady  with  mul- 
tiple disabilities  from  Cathy  Ficker-Terrill's  home  State,  from  the 
State  of  Illinois.  Again,  in  her  situation,  in  Mindv's  situation,  when 
she  was  5  years  old  and  the  family  was  really  falling  apart,  there 
was  no  family  support. 

In  fact,  Jan,  her  mom,  said  to  the  system  when  they  offered  out- 
of-home  placement,  why  don't  you  just  give  us  part  of  that  so  we 
can  hire  some  people  to  come  in  and  help  us  out  at  home?  The  re- 
sponse was,  we  can't  do  that.  We  don't  do  that.  We  will  take  Mindy 
from  you.  Mindy  then  spent  the  next  14  years  of  her  life  in  institu- 
tional settings,  but  fortunately  has  now  been  liberated  and  lives  in 
a  home  of  her  own  and  has  a  real  job,  in  spite  of  the  system,  not 
thanks  to  the  system. 

This  issue  of  family  support  can't  really  be  dealt  with  without  a 
quick  overview  of  the  history  of  disability  policy  in  this  country,  in 
which  I  have  submitted  you  some  detail  in  the  written  testimony. 
I  think  we  need  to  be  clear  in  what  you  heard  from  the  first  panel. 
We  are  talking  about  changing  the  rules.  We  are  talking  about 
changing  the  context. 

The  rules  in  this  country,  for  over  125  years,  were  if  you  have 
a  child  with  a  disability,  good  luck,  God  bless  vou,  hope  it  all  works 
out.  If,  on  the  other  hand,  it  doesn't,  we,  the  benevolent  State,  will 
be  happy  to  spend  resources  to  take  them  off  your  hands,  and  we 
did,  and  we  did,  and  we  still  do.  This  was  not  choice.  This  was  not 
real  placement.  This  was  placement  by  default,  because  the  re- 
sources all  said,  take  your  child  and  put  them  out. 

As  a  policy  analyst,  I  find  it  fascinating  to  look  at  this  stuff  in 
a  country  that  says,  we  value  the  family.  I  would  suggest  that,  in 
fact,  disability  policy  until  very  recently  devalued  the  family  and 
was  anti-family  for  families  who  have  children  with  disabilities, 
and  it  has  left  us  a  legacy  that  is  still  dominant  in  the  service  sys- 
tem. 

Then  we  began  to  move  to  a  phase  two,  fueled  by  parents  begin- 
ning to  challenge  the  status  quo,  but  they  weren't  thinking  of 
themselves.  They  were  only  thinking  about  their  child  with  a  dis- 
ability, and  we  created  a  series  of  community-based  facilities  and 
services  into  the  mid-1980s  and  still,  in  some  places,  growing.  We 
did  reduce  the  institutional  population  in  this  country  from  nearly 
a  quarter  of  a  million  in  1967  to  about  70,000  individuals  in  public 
facilities  today,  but  we  still  created  special,  separate,  and  different 
facilities. 

As  my  colleagues  Val  Bradley  and  Jim  Knoll  said  in  1990,  in  the 
second  phase,  we  did  the  following,  and  I  quote,  "The  person  with 
a  disability  became  an  object  to  be  trained,  habilitated,  socialized, 
screened,   assessed,   and   assisted   through   a   continuum   of  edu- 
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cational,  vocational,  and  residential  settings."  An  object  to  be  treat- 
ed, habilitated,  to  be  fixed. 

But  fortunately,  in  the  mid-  to  late-1980s,  we  moved  into  the  cur- 
rent phase  of  community  membership  and  functional  supports  be- 
cause somebody  woke  up  1  day  and  said,  wait  a  minute,  we  have 
missed  the  boat.  All  this  treatment,  all  this  training,  all  this  habiH- 
tation  is  interesting,  but  what  about  quality  of  life?  We  have  been 
so  focused  on  quality  of  care,  we  forgot  about  quality  of  life,  about 
choices  and  control  and  preferences  and  empowerment.  We  realize 
those  were  important  variables  for  people  with  disabilities  and 
their  families  as  well. 

So  we  have  now,  as  we  are  in  the  1990s,  the  so-called  new  para- 
digm, separating  place  from  support,  talking  about  choice,  talking 
about  natural  environments,  talking  about  people  being  participant 
members  of  the  community,  and  now  even  talking  things  like  dig- 
nity, personal  fulfillment,  and  community  membership  in  law  and 
in  regulation. 

The  family  support  movement  in  this  country  really  is  a  reaction 
against  the  legacy  of  a  system  that  has  broken  up  families  and  de- 
stroyed families  and  destroyed  lives.  It  is  really  about  shifting  the 
locus  of  power  and  the  control  of  money  in  States  and  in  local  com- 
munities. It  is  systems  change.  It  is  a  response  to  still  a  myth,  well 
perpetuated,  that  families  who  have  children  with  disabilities,  by 
definition,  are  dysfiinctional,  are  not  competent,  are  not  able  to 
make  decisions,  and  only  well-trained  professionals  and  agencies 
know  what  is  best  for  them. 

That  is  what  this  movement  is  about,  and  to  give  you  a  quick 
snapshot  at  the  State  level,  the  first  policy  that  we  find  is  very 
new,  1972— that  is  only  22  years  ago — in  the  Commonwealth  of 
Pennsylvania,  when  there  was  a  line  item  in  the  budget  for  respite 
care,  one  type  of  family  support  for  some  families.  Then  very  quick- 
ly, over  the  last  20  years,  we  now  have  28  States  that  have  either 
adopted  principled  resolutions  or  statutory  language  to  make  a  dif- 
ference in  the  lives  of  families,  and  many  States  are  still  working 
on  this,  we  hope,  over  the  next  year  or  two. 

So  where  is  the  Federal  policy?  The  Federal  pohcy  is  newer  yet 
than  the  State  policy.  In  1982,  thanks  to  the  work  of  your  constitu- 
ent Julie  Beckett,  we  got  a  change  in  Medicaid  law  to  create  an  op- 
tion for  States  to  waive  the  deeming  of  parental  income  and  re- 
sources, called  TEFRA  134,  so  that  children  who  could  be  institu- 
tionalized at  the  government's  expense  but  could  not  go  home  with- 
out looking  at  the  means  testing,  the  State  could  waive  the  means 
testing  and  children  who  would  otherwise  go  to  an  institution  could 

go  home. 

But  again,  it  is  a  State  option,  and  only  16  States,  12  years  later, 
have  chosen  that  option,  and  in  most  States,  it  is  a  well-kept  se- 
cret. That  is  a  shame,  because  we  still  have,  then,  in  Medicaid  in 
most  States,  an  anti-family  policy  driving  the  resources. 

The  next  step  at  the  Federal  level  was  only  in  1986,  when  Con- 
gressman George  Miller  introduced  the  Temporary  Respite  Care 
Crisis  Nurseries  Act,  now  called  Temporary  Child  Care  for  Chil- 
dren with  Disabilities  and  Crisis  Nurseries.  Why  did  Representa- 
tive Miller  do  this?  Because  he  was  conducting  a  field  hearing  and 
he  heard  a  mom  in  Southern  California  talk  about  something  called 
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respite  which  had  come  on-line  in  the  system  there,  and  he  thought 
it  was  a  good  idea,  unfortunately,  as  a  preventative  strategy  for 
child  abuse  and  neglect  and  not  as  a  proactive  strategy,  but  it  was 
a  start.  It  was  a  step  in  the  right  direction. 

Then  this  subcommittee,  with  the  chairman's  leadership,  created 
Part  H  in  1986  of  IDEA,  the  first  time,  as  I  read  policy,  where  we 
declared  the  value  of  families  as  part  of  this  solution.  There  is  an 
urgent  and  substantial  need  to  enhance  the  capacity  of  families  to 
meet  the  special  needs  of  their  infants  and  toddlers  with  disabil- 
ities. 

There,  I  believe,  we  declared  a  partnership,  a  real  collaboration, 
that  early  intervention  isn't  in  the  business  of  fixing  kids  who  are 
broken,  it  is  in  the  business  of  supporting  and  enhancing  the  qual- 
ity of  life  of  families  who  happen  to  have  children  with  a  char- 
acteristic called  a  disability.  That  is  a  very  radical  policy  shift,  in 
my  opinion,  from  the  old  way  of  doing  business. 

We  made  some  changes  in  the  Maternal  Child  Health  Care  Block 
Grant  Act  about  family-centeredness,  and  then  in  1990  in  the  reau- 
thorization of  the  DD  Act,  you  inserted,  and  I  quote,  "The  term 
family  support  service  means  services,  supports,  and  other  assist- 
ance provided  to  families  with  members  with  developmental  dis- 
abilities that  are  designed  to:  (A)  Strengthen  the  family's  role  as 
primary  caregiver" — I  would  like  to  underline  that  14  times  and 
put  it  in  bold  caps.  That  is  what  we  are  talking  about.  "(B)  Prevent 
inappropriate  out-of-home  placement  and  maintain  family  unity; 
and  (C)  Reunite  families  with  members  who  have  been  placed  out 
of  the  home." 

Yet,  in  spite  of  all  of  this  work,  much  remains  to  be  done.  We 
have  new  data,  just  recently  published  last  month  from  Dr.  David 
Braddock  and  his  staff  at  the  University  of  Illinois  at  Chicago,  con- 
firming that  only  2.5  percent  of  all  of  the  State  and  Federal  ex- 
penditures in  mental  retardation/developmental  disabilities  are 
spent  on  family  support — only  2.5  percent. 

Much  more  needs  to  be  done,  and  it  is  time  for  Congress  to  de- 
clare in  substantive  legislation  that  this  country  truly  values  fami- 
lies of  children  with  disabilities,  rather  than  continuing  the  rhet- 
oric of  family  values.  We  need  to  start  to  put  some  money  where 
our  mouth  is  and  give  families  some  tools  to  take  back  the  control 
which  we  have  taken  away  from  them  for  the  past  125  years. 

In  1990,  you  referred  to  it  in  your  opening  statement,  Senator 
Harkin  this  Congress  passed  and  the  President  simed  and  we  en- 
acted the  Americans  with  Disabilities  Act.  I  would  like  to  suggest 
to  you  in  my  own  analogy,  family  support  is  the  reasonable  accom- 
modation that  we  need  to  provide  for  families  who  have  a  child 
with  a  disability.  That  came  to  me  sitting  in  the  symphony  the 
other  night,  when  my  creative  brain  got  freed  up  a  little  bit,  but 
I  think  that  is  what  we  are  talking  about  here. 

Individually  tailored,  no  cookie  cutter,  no  cook  book,  but  we  need 
to  recognize  that  accommodations  need  to  be  made  for  the  extraor- 
dinary challenges,  responsibilities,  circumstances  that  a  family  en- 
counters when  they  have  a  child  with  a  disability.  That  is  what  the 
family  support  movement  is  about,  and  it  has  to  be  flexible,  it  has 
to  be  family-driven,  and  it  has  to  be  whatever  it  takes  from  the 
perspective  of  the  family,  not  from  the  well-intentioned  system. 
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Another  way  to  look  at  family  support  is  it  is  common  sense,  and 
we  don't  do  a  lot  of  common  sense  in  our  traditional  policy  because 
we  create  systems  and  bureaucracies  and  hierarchies.  Common 
sense  sa^s,  families  know  what  they  need,  and  you  heard  elo- 
quently from  three  of  them  this  morning.  They  don't  want  anything 
tney  don't  need,  and  they  want  to  be  as  independent  from  the  sys- 
tem as  possible. 

You  know  the  process  of  the  bill  as  it  was  drafted.  I  am  not  going 
to  reiterate  that  for  you.  But  what  this  bill  does  is  it  declares  a  set 
of  values  and  principles  in  Federal  law  that  sends  a  message 
throughout  this  community  and  to  all  the  States  and  to  all  families 
that  we  believe  in  the  family  unit  and  we  are  prepared  to  support 
you  as  you  go  forward  in  maintaining  your  rightful  place  in  the 
community. 

It  is  systems  change  legislation  to  create  cohesive  State  policy, 
not  just  to  tinker  with  one  progn*am  or  two  programs.  For  the 
States  who  have  something,  tney  can  expand  or  improve.  For  the 
States  who  have  nothing,  tney  can  begin.  It  says  to  the  States,  we 
want  a  partnership  between  families  and  the  States. 

I  want  to  g^ve  you  an  anecdote  from  a  family  I  know  in  Michigan 
that  has  been  receiving  a  cash  subsidy  for  a  number  of  years.  Tney 
have  a  son  who  today  we  would  say  has  challenging  behaviors. 
This  son  goes  to  school.  He  benefits  from  special  education  and  re- 
lated services.  He  has  a  good  life.  He  gets  some  other  support  serv- 
ices from  the  community  mental  health  system.  But  this  young 
man  still  has  his  disability,  and  his  disability  results  in  some  be- 
haviors that  are  challenging,  like  knocking  out  windows  in  the 
house  or  punching  holes  in  the  wall  or  kicking  holes  in  a  door. 

His  family  gets  a  cash  subsidy  of  about  $3,000  a  year,  $243  a 
month.  They  put  it  in  a  savings  account.  I  g^ess  that  is  different 
from  a  medical  IRA.  Thev  have  a  family  support  IRA,  compliments 
of  the  State.  A  couple  oi  times  a  year,  they  spend  that  money,  in 
their  choosing,  to  have  a  contractor  come  in  the  home  to  repair  the 
holes  in  the  wall  or  hang  a  new  door  or  fix  it  up. 

I  said  to  the  mom  and  dad,  why  do  you  do  that,  given  all  the 
other  things  that  you  could  do?  And  they  said,  it  is  easy.  We  love 
our  son.  He  is  part  of  our  family.  He  will  continue  to  live  here  until 
he  chooses,  as  a  young  adult,  to  go  his  own  way,  and  we  suspect 
he  will,  and  we  will  support  that.  But  in  the  meantime,  we  have 
friends  and  family  and  relatives  who  like  to  visit  our  home.  We 
would  like  it  to  look  like  our  home  and  not  a  shattered  war  zone. 

That  is  family  support  for  that  family,  but  can  you  imagine  try- 
ing to  negotiate  that  in  an  individually-written  habilitation  plan 
with  a  group  of  professionals?  I  would  suggest  now. 

I  would  conclude  by  saying,  we  need  the  legislation,  and  we  need 
it  now.  We  can't  wait.  Families  need  it.  What  better  timing  than 
to  pass  this  kind  of  legislation  in  the  year  that  the  United  Nations 
has  declared  as  the  International  Year  of  the  Family. 

Thank  you.  I  would  be  happy  to  answer  any  questions. 

[The  prepared  statement  of  Mr.  Bergman  follows:] 

Prepared  Statement  of  Allan  I.  Bergman 

The  Consortium  for  Citizens  with  Disabilities  is  pleased  to  testify  and  provide  full 
support  for  the  draft  bill,  Families  of  Children  with  Disabilities  Support  Act  of  1994. 
The  CCD  represents  a  coalition  of  over  100  national  organizations  advocating  for 
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public  policy  to  enhance  the  quality  of  life  for  children  and  adults  with  disabilities 
and  their  families.  The  CCD  task  force  on  Children  and  Families  was  formed  over 
two  years  ago  to  give  greater  focus  within  the  consortium  on  the  issues  impacting 
on  families  who  have  children  with  a  Nil  range  of  disabilities.  We  believe  that  this 
legislation  and  its  need  can  only  be  validated  in  the  context  of  the  evolution  of  dis- 
ability policy  in  the  United  States. 

PHASE  I— INSrmJTIONALIZATION:  1850-1970's 

Between  1850  and  the  early  1970's  the  dominant  policy  in  the  United  States  for 
people  with  severe  disabilities  was  the  "single  bullet"  solution:  "placement"  into 
state  operated  institutions.  The  message  to  families  with  children  with  disabilities 
was  very  clear  from  a  value  context.  Your  children  do  not  belong  with  your  family. 
You  are  not  capable  of  raising  your  child  with  a  disability  at  home.  They  belong 
with  their  own  kind.  The  state  needs  to  concentrate  its  limited  resources  in  order 
to  achieve  economy  of  scale.  Therefore,  we  the  state  will  provide  public  resources 
to  supplant  you  and  your  family  and  create  a  range  of  out  of  the  family  resources. 
All  of  these  anti-family  values  were  taking  place  in  a  country  which  stated  that  the 
family  unit  is  the  cornerstone  of  our  social  structure — except  for  families  with  a 
member  with  a  severe  disability.  In  the  latter  case.it  was,  ana  still  is,  common  prac- 
tice to  discriminate  against  such  families  by  forcing  families  in  need  of  resources 
for  support  to  place  their  child  with  a  disability  out  of  the  family  home.  These  poli- 
cies and  practices  forged  a  set  of  values  and  beliefs  iiround  people  with  disabilities 
that  included  the  following:  sick;  segregation;  isolation;  dependent;  custodial;  label- 
ing; etc. 

During  the  late  1940's  and  early  1950's  the  parent  movement  began  in  the  United 
States.  This  movement  challenged  the  status  quo  and  families  began  to  say  that 
they  would  keep  their  children  with  disabilities  at  home  in  spite  of  the  system.  They 
stated  that  their  children  were  part  of  their  family  and  they  were  not  going  to  turn 
them  over  to  the  state  for  their  care.  They  then  began  the  arduous  task  of  creating 
conununity  based  services  for  their  children,  never  thinking  of  the  needs  of  them- 
selves or  their  family. 

PHASE  II— DEINSTITUTIONALIZATION  AND  COMMUNITY  BASED  FAdLITIES  AND  SERVICES: 

MID  1970's-mid  1980's 

The  second  phase  of  policy  development  and  service  development  in  the  country 
was  fueled  by  the  parent  movement,  later  joined  by  advocates  and  an  increasing 
number  of  professionals.  The  population  of  individuals  in  state  mental  retardation- 
developmental  disabilities  institutions  peaked  at  227,000  in  1967.  As  a  result  of  liti- 
gation in  many  states,  the  institutional  population  began  to  drop  and  hovers  around 
70,000  people  in  public  facilities  today.  The  parents  and  advocates,  in  all  of  their 
zeal  to  create  services  in  their  home  communities,  ended  up  reinventing  the  institu- 
tion in  the  community;  early  childhood  and  preschool  centers  for  the  "handicapped"; 
special  schools;  sheltered  workshops;  work  activity  centers;  group  homes;  etc.  The 
emphasis  was  on  developing  services  in  specialized  facilities  for  persons  with  dif- 
ferent types  of  disabilities  in  both  the  private  and  the  public  sectors.  In  addition, 
all  of  the  services  which  were  created  were  done  within  a  context  of  "fixing"  the  per- 
son with  the  disability.  As  Bradley  and  Knoll  (1990)  have  stated,  "The  person  with 
the  disability  became  an  object  to  be  trained,  habilitated,  socialized,  screened,  as- 
sessed, and  assisted  through  a  continuum  of  educational,  vocational  and  residential 
settings."  The  policy  values  of  this  period  included:  deinstitutionalization;  normal- 
ization; community-based;  continuum  of  services;  developmental  model;  etc. 

PHASE  III— COMMUNITY  MEMBERSHIP  AND  FUNCTIONAL  SUPPORTS:  1987otoday 

During  the  mid  1980's,  fueled  in  part  by  the  rise  of  both  the  independent  living 
center  movement  and  the  self  advocacy/people  first  movement,  a  number  of  people 
began  to  challenge  the  assumptions  of  the  community-based  model  of  services  in 
specialized  buildings,  called  facilities.  Out  of  this  challenge  came  a  recognition  of  a 
whole  new  variable;  cjuality  of  life.  This  new  emphasis  led  to  a  recognition  that 
friends  and  relationships,  choices  and  control/empowerment  were  also  important  is- 
sues for  people  with  disabilities  and  their  families.  This  new  way  of  thinking  also 
led  to  a  new  way  of  doing  and  to  the  critical  recognition  that  one  could  and  must 
separate  the  place  of  the  activity  (e.  g.  housing)  from  services  and  supports.  That 
is,  in  most  of  disability  practice  to  date,  if  a  person  with  a  disability  needed  a  serv- 
ice (or  a  family  needed  support)  then  the  system  created  a  special  place  in  which 
to  provide  the  services  for  tnose  people. 
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The  new  paradigm,  as  it  is  called,  now  recognizes  that  people  with  disabilities 
have  a  right  to  be  in  all  of  the  same  places  as  their  peers  without  disabilities  and 
that  supports  and  services  need  to  be  individually  tailored  to  that  person/family  in 
all  of  those  natural  environments.  These  natural  environments  are  as  follows:  Chil- 
dren grow  up  in  families;  children  learn  in  a  place  called  school;  children  go  to  day 
care,  preschool  and  recreation/leisure  activities;  adults  live  in  places  called  home; 
adults  engage  in  productive  activities  during  the  day  called  work;  adults  play  and 
recreate  in  a  variety  of  settings  based  on  individual  interests  and  preferences. 

The  current  phase  in  the  evolution  of  disability  policy  has  produced  the  following 
values  and  pohcy  context  for  the  1990*8:  family  and  individual  driven;  natural  sup- 
ports; community  membership;  inclusion;  futures  planning;  dignity;  personal  fulfill- 
ment; independence;  etc. 

THE  EVOLUTION  OF  STATE  FAMILY  SUPPOKT  POUCY  AhfD  PRACTICE 

The  evolution  of  family  support  policy  for  families  with  a  child  with  a  disability 
in  the  United  States  is  a  relatively  new  venture.  For  over  125  years  the  only  means 
for  families  with  a  child  with  severe  disabilities  to  obtain  publicly  funded  services 
was  to  "place"  their  child  in  a  state  institution.  This  policy  reflected  a  values  system 
that  devalued  people  with  disabilities  and  their  families. 

In  reviewing  state  policy  and  practice  regarding  families  with  children  with  devel- 
opmental disabilities,  the  first  recognition  of  respite  care,  one  type  of  family  support, 
appears  in  the  budget  of  the  Commonwealth  of  Pennsylvania  in  1972.  Other  states 
may  have  allowed  such  expenditures  prior  to  this  but  it  was  not  declared  public  pol- 
icy. In  1976  the  state  of  Minnesota  began  a  pilot  cash  subsidy  family  support  pro- 
gram for  50  families  that  served  as  a  foundation  for  Minnesota's  current  family  sup- 
port programs.  r  r      -i  _i 

In  1983  the  State  of  Michigan  began  its  cash  subsidy  program  of  family  support 
which  now  provides  cash  to  over  4000  families.  Throughout  the  1980*8  and  into  the 
1990*8  28  states  have  adopted  state  resolutions  or  statutes  with  very  strong  lan- 
guage declaring  the  value  of  families  in  the  life  of  a  child  with  disabilities  and  the 
recognition  of  the  need  to  financially  support  rather  than  to  supplant  the  family  as 
states  have  traditionally  done  through  institutions,  group  homes  and  foster  care. 

The  states  of  New  Hampshire,  Maine,  Illinois,  Texas,  Louisiana,  Oregon,  Mary- 
land, Ohio,  Colorado,  Nebraska,  and  West  Virginia  have  adopted  strong  statutory 
language  valuing  families  and  family  control  and  decision  making.  More  recently 
the  states  of  New  York,  New  Jersey,  Tennessee,  Oklahoma,  Missouri,  Indiana,  Ari- 
zona, Bahama,  Iowa,  South  Dakota,  and  Connecticut  have  enacted  family  support 
resolutions  or  laws.  Efforts  continue  to  be  underway  in  the  following  states  to  pass 
family  support  bills:  Vermont,  Massachusetts,  Virginia,  Florida,  and  Kansas.  In  al- 
most every  one  of  these  states  it  has  been  the  united  voices  of  families,  increasingly 
with  the  support  of  advocates  and  professionals,  that  has  mobilized  a  statewide 
campaign  based  upon  a  set  of  principles  and  value  declarations  which  has  resulted 
in  that  state's  statutes. 

THE  BEGINNING  OF  FEDERAL  FAMILY  SUPPORT  POUCY 

In  view  of  the  policy  evolution  in  the  states,  where  is  the  federal  government  on 
this  policy  of  Family  Support?  The  first  declaration  of  federal  family  support  policy 
was  in  1982.  As  a  result  of  Julie  Beckett*s  perseverance  and  tenacity  that  her 
daughter,  Katie,  would  go  home  from  the  hospital  where  Medicaid  had  been  paying 
her^ills  after  the  Beckett*s  private  insurance  had  spent  its  cap  of  $1  million.  Presi- 
dent Ronald  Reagan  signed  a  waiver  of  the  family's  income  and  resources  so  that 
Medicaid  could  pay  for  Katie's  home  health  care.  The  Congress  then  authorized  an 
option  (TEFRA  section  134)  in  1982  for  any  state  to  amend  its  Medicaid  plan  to 
waive  the  deeming  of  parental  income  and  resources  for  any  child  eighteen  years 
of  age  and  under  who  is  eligible  for  placement  in  a  Medicaid  certified  long  term  care 
institution— hospital,  ICF/MR  or  nursing  home.  As  a  result  of  Julie's  personal  com- 
mitment, today  nearly  10,000  children  of  middle  and  upper  income  families  in  16 
states  receive  a  Medicaid  card  to  access  a  full  array  of  family,  home  and  community 
services.  Unfortunately  the  majority  of  states  have  chosen  not  to  exercise  this  pro 
family  Medicaid  policy  and  continue  to  provide  families  with  financial  incentives  to 

Slace  their  children  out  of  the  family  home,  where  after  30  days  the  child  with  a 
isability  is  eligible  for  Medicaid  regardless  of  family  income  and  resources. 
The  next  step  for  Congress  occurred  in  1986  when  Rep.  George  Miller  (CA),  learn- 
ing about  respite  care  from  a  parent  during  a  field  hearing  in  southern  California, 
introduced  the  Temporary  Respite  Care  and  Crisis  Nurseries  Act,  more  recently  re- 
authorized as  the  Temporary  Child  Care  for  Children  with  Disabilities  and  Crisis 
Nurseries  Act.  This  law  provides  competitive  grants  to  states  in  the  amount  of 
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$250  000  to  establish  and  support  a  variety  of  in  home  and  out-of-home  respite  pro- 
fframs.  The  federal  commitment  to  the  respite  program  in  fiscal  year  1994  is  only 

In  1986  this  subcommittee  and  your  colleagues  in  the  House  ratified  PL  99-457, 
Part'  H  of  the  Individuals  with  Disabilities  Education  Act  (IDEA)  for  mfants,  tod- 
dlers and  their  FLIES.  The  legislation  declares  as  one  of  four  findings  that  "there 
is  an  urgent  and  substantial  need  to  enhance  the  capacity  of  families  to  meet  the 
special  needs  of  their  infants  and  toddlers  with  disabilities."  This  statement  rep- 
resents a  radical  policy  shia  in  disability  policy  by  recognizing  for  the  first  time  in 
federal  law  in  1986— only  8  years  ago— that  early  mtervention  services  and  supports 

must  be  family  centered!  ,  ^,  .,  ,  tt     i.i_  /-.        m    i    /^       *  • 

In  the  reauthorization  of  the  Maternal  and  Child  Health  Care  Block  Grant  in 
1989  PL  101-238  Congress  declared  family-centered  care  as  a  cornerstone  for  the 
Children  with  Special  Health  Care  Needs  program,  "for  the  purpose  of  enabling 
each  state— (D)  to  provide  and  promote  family-centered,  community-based,  coordi- 
nated care."  ,.  .      .      i,^,^  xi 

The  most  recent  recognition  of  family  support  pohcy  was  in  the  1990  reauthoriza- 
tion of  the  Developmental  Disabihties  Assistance  and  Bill  of  Rights  Act.  This  legis- 
lation which  this  committee  also  has  crafted  creates  a  Governor's  Planning  Council 
on  Developmental  Disabilities  and  a  statewide  Protection  and  Advocacy  System  in 
each  state.  It  also  creates  the  University  Affiliated  Program  m  most  states.  The  fol- 
lowing definition  was  added  to  the  Act  in  1990  (PL  101^96):  "The  terna 'family  sup- 
port service'  means  services,  supports,  and  other  assistance  provided  to  families 
with  members  with  developmental  disabilities,  that  are  designed  to— (A)  strengthen 
the  family's  role  as  primary  caregiver,  (B)  prevent  inappropriate  out  of  home  place- 
ment and  maintain  family  unity,  (C)  reunite  famiUes  with  members  who  have  been 
placed  out  of  the  home.  Such  term  includes  respite  care,  assistive  technology,  per- 
sonal assistance,  parent  training  and  counseling,  support  for  elderly  parents,  vehicu- 
lar modifications,  and  assistance  with  extraordinary  expenses  associated  with  the 
needs  of  the  person  with  a  developmental  disability. 

This  very  limited  effort  from  the  federal  government  still  allows  the  wrong  mes- 
sage to  be  sent  to  families.  It  must  change!  States  and  families  are  contmumg  to 
demonstrate  that  family  support  works  and  is  working  for  families;  however,  the 
most  recent  state  expenditure  data  sets  from  Dr.  David  Braddock  and  his  staff  at 
the  University  of  Illinois  at  Chicago  confirm  that  only  2.5  percent  of  all  state/federal 
expenditures  in  mental  retardation/developmental  disabilities  are  spent  on  family 
support.  More  needs  to  be  done!  It  is  now  time  for  the  United  States  Congress  to 
declare  iii  substantive  legislation  that  this  country  truly  values  fanulies  of  children 
with  disabilities,  whatever  the  diagnostic  label,  and  will  support  such  famihes  m 
order  to  strengthen  the  family's  role  as  primary  caregiver.  We  can  wait  no  longer^ 
It  is  time  for  our  federal  policymakers  to  translate  the  rhetoric  of  "family  values 
into  national  policy  and  resources  to  "value  families".  The  time  is  now  for  common 
sense  to  prevail! 

THE  DEVELOPMENT  OF  THE  FAMILIES  WITH  CHILDREN  WITH  DISABILITIES  SUPPORT  ACT 

OF  1994 

As  an  increasing  number  of  states  adopted  state  statutory  changes  encompassing 
a  set  of  cohesive  values  about  the  role  of  families  and  family  support  for  families 
with  children  with  disabilities,  a  group  of  families  and  advocates  around  the  country 
began  to  discuss  the  need  for  federal  family  support  legislation.  Some  ofthese  fam- 
ily support  national  leaders  gathered  in  Chicago,  IL  in  December,  1992.  They  agreed 
that  there  was  a  need  to  declare  a  vision  of  family  support  to  guide  federal  and  state 
policy  around  the  following  core  principles  and  values:  ■      r       i 

—policy  that  is  family-centered  and  values  and  supports  the  entire  family  unit; 

—policy  that  is  family-directed  and  controlled  at  the  individual  level  as  well  as 
at  the  policy,  implementation,  monitoring  and  evaluation  levels; 

— policy  that  is  proactive  rather  than  crisis  intervention; 

—policy  that  builds  on  family  strengths  and  on  natural  supports;  and 

—policy  that  recognizes  the  uniqueness  of  each  family  and  the  need  for  fiexibihty 
over  time  as  family  circumstances  change.  ,     „  ,  „  ,  ,  c  *i. 

These  family  support  leaders  also  critiaued  a  draft  bill  prepared  by  one  ol  the 
members  and  prepared  a  revised  draft  bill  which  began  its  way  through  the  CCU 
process  within  the  Children  &.  Families  Task  Force.  ,        r  ,000 

The  CCD  Children  &.  Families  Task  Force  spent  the  first  six  months  of  1993 
working  on  a  set  of  principles  and  values  to  guide  this  legislation  and  all  future 
public  policy  impacting  upon  families  with  children  with  disabilities.  A  copy  ofthese 
principles,  endorsed  by  30  national  organizations,  is  attached  to  this  testimony.  Uur- 
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ing  the  remainder  of  1993,  the  task  force  continued  to  meet  and  to  discuss  and  re- 
fine the  draft  legislation,  always  maintaining  dialogue  with  the  families  who  had 
participated  in  the  Chicago  meeting.  In  addition,  during  August  of  1994,  families 
in  Iowa  met  with  Senator  Tom  Harkin  to  educate  him  alx)ut  family  support  and  ob- 
tained his  commitment  to  introduce  a  piece  of  federal  legislation  that  would  make 
a  difference  for  families  throughout  Iowa  and  the  rest  of  the  country. 

The  task  force  forwarded  a  draft  of  the  national  family  support  legislation  to  Sen- 
ator Hari(in  in  December  1993.  This  material  was  redrafted  and  submitted  to  fami- 
lies for  review.  In  fact,  family  support  leaders  from  22  states  came  to  Washington 
in  January  1994  to  meet  for  a  day  to  review  and  critique  the  redraft  and  to  meet 
for  a  second  day  with  Senator  Harkin's  staff  to  explain  aU  of  their  concerns  and  is- 
sues. The  draft  before  you  today  represents  the  culmination  of  that  wori  and  a 
number  of  meetings  which  have  occurred  during  the  past  three  months.  It  rep- 
resents a  piece  of  legislation  that  will  have  a  significant  impact  in  the  states  for 
families  and  children.  It  will  serve  as  a  catalyst  in  those  states  which  have  no  fam- 
ily support  at  this  time.  In  those  states  which  do  have  family  support,  the  legisla- 
tion will  provide  an  impetus  to  improve  and/or  expand  what  they  already  have  in 
place. 

[Further  comments  on  the  draft  legislation  and  CCD  sign-ons  to  the  testimony 
will  be  sent  to  the  committee  next  weeK.] 

Children  i  With  Disabilities  and  Family  Support 

I.  Findings: 

A.  It  is  in  the  best  interest  of  the  country  to  preserve,  strengthen  and  maintain 
the  family  unit; 

B.  Families  are  the  greatest  natural  resources  available  to  their  children.  Families 
are  the  major  providers  of  support,  care,  training  and  meeting  other  needs  of  their 
children  living  at  home  who  require  long  term  care  because  oT  disability  or  chronic 
illness. 

C.  Many  of  these  families  experience  exceptionally  high  financial  outlays  and  ex- 
traordinary physical  and  emotional  challenges,  isolation,  stigmatization  and  daily 
stress  from  the  complex  tasks  of  coordinating  and  managing  all  the  supports  and 
services  to  provide  adequate  care  for  the  chUd.  These  families  must  be  supported 
in  their  efforts  to  care  for  their  children  at  home. 

D.  Children  with  disabilities  and  chronic  illness  need  enduring  family  relation- 
ships with  caring  people  in  a  nurturing  home  environment; 

E.  A  growing  number  of  families  are  searching  for  ways  to  empower  themselves 
to  raise  their  children  with  disabilities  or  with  chronic  illness  at  home  and  are  un- 
willing to  accept  out  of  home  placements  in  public  or  private  institutional  facilities; 

F.  Supporting  families  in  their  effort  to  care  for  their  child  at  home  is  more  effi- 
cient, cost  effective  and  humane  than  maintaining  children  with  disabilities  or  with 
chronic  illness  in  institutional  settings  or  other  out-of-home  settings.  Failure  to  pro- 
vide the  necessary  supports  to  families  with  children  requiring  long  term  services 
can  result  in  the  potential  for  child  abuse  and  in  the  admission  of  children  with  dis- 
abilities and  chronic  illness  to  inappropriate  and  costly  institutions,  nursing  homes 
or  foster  care  settings. 

G.  Current  public  policies  often  provide  financial  disincentives  for  families  to  nur- 
ture their  children  with  disabilities  or  chronic  illness  at  home. 

H.  Existing  public  programs  have  been  fragmented,  lacking  in  continuity,  limited 
in  outreach  and  inadequate  to  provide  services  and  supports  that  allow  families  to 
keep  their  children  with  disabilities  or  with  chronic  illness  at  home; 

I.  A  comprehensive,  coordinated,  interagency  system  of  family  centered  support 
avoids  duplication  of  services,  uses  existing  community  resources  more  efficiently 
and  orevents  gaps  in  service  to  families. 

J.  Many  States  and  families  have  begun  to  demonstrate  the  benefits  of  family  cen- 
tered supports  while  many  others  have  not  yet  done  so.  In  States  with  family  sup- 
f>ort  there  are  inequities  in  access  within  and  across  the  stat<es  including,  but  not 
imited  to,  where  a  family  with  a  child  with  a  disability  or  chronic  illness  happens 
to  live  and/or  the  diagnosis  of  the  child  or  limited  funding  for  all  families? 

K.  In  order  to  ensure  the  development  of  family  support  across  the  country,  the 
federal  government  should  financially  support  and  assist  states  to  plan  and  develop 
a  comprehensive,  statewide  interagency  policy  to  provide  the  services  necessary,  de- 
sirable and  appropriate  to  support  families  throughout  the  states  in  keeping  their 
child  with  a  disability  or  chronic  iUness  at  home; 


1  Children  birth  through  21  years  of  age  with  subetantial  functional  disabilities  regardless  of 
diagnostic  label. 
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n.  Purposes: 

It  should  be  the  policy  of  the  United  States  to  provide  financial  assistance  to 
States  to  encourage  and  assist  the  States  to  plan  and  create  a  statewide  family  sup- 
port policy  initiative: 

A.  To  enable  the  families  of  children  with  disabilities  or  with  chronic  illness  to 
nurture  and  enjoy  their  children  in  their  homes  rather  than  supplanting  the  family's 
primary  caregiver  role  by  expending  public  funds  to  place  the  children  in  institu- 
tions or  other  out-of-home  placements; 

B.  To  enhance  the  quality  of  family  life; 

C.  To  support,  strengthen  and  preserve  families  who  are  caring  for  their  children 
with  disabilities  or  chronic  illness  in  their  home; 

D.  To  ensure  the  local  availability  and  coordination  of  and  access  to  an  array  of 
family  centered  supports  close  to  the  home; 

E.  To  ensure  that  families  have  choices  regarding  the  nature  of  supports,  services 
and  gpo<is  made  available  to  them; 

F.  To  allow  families  the  greatest  possible  flexibility  and  decision-making  in  deter- 
mining the  appropriate  use  of  the  full  array  of  family  supports; 

G.  To  defray  some  of  the  special  costs  of  caring  for  a  child  with  a  disability  or 
chronic  illness,  thus  facilitating  the  return  of  children  from  out-of-home  placements 
back  to  their  family  homes,  and  preventing  the  out-of-home  placement  of  children 
with  disabilities  or  chronic  illness  who  reside  in  their  family  homes; 

H.  To  make  available  education  and  training  for  families  to  become  knowledgeable 
and  informed  decision  makers  and  advocates  for  their  children; 

I.  To  promote  families  as  the  primary  persons  responsible  for  planning,  imple- 
menting, monitoring  and  evaluating  the  quality  of  family  supports; 

m.  FVinciples  of  Family  Support: 

Federal  and  State  governments  should  develop  policies  for,  finance,  and  evaluate 
family  support  in  accordance  with  the  following  princioles: 

A.  Importance  of  family  setting  and  home  life:  All  children,  regardless  of  the  type 
or  seventy  of  their  disabilities.  Belong  with  and  do  best  with  families.  All  children 
have  a  right  to  a  safe,  permanent,  stable  and  nurturing  family  relationship  in  the 
family  home  and  in  the  community.  Accordingly,  families  should  receive  whatever 
support  they  deem  necessary,  desirable  and  appropriate  to  care  for  their  children 
with  disabilities  or  with  chronic  illness  at  home  ana  to  prevent  the  unnecessary  sep- 
aration of  children  from  their  families.  Family  support  is  proactive  and  not  a  re- 
sponse to  a  crisis. 

B.  Focus  on  the  whole  family:  Family  support  must  focus  on  the  needs  of  the  en- 
tire family  not  just  the  needs  of  the  child  with  a  disability  or  a  chronic  illness  and 
must  be  family-centered. 

c.  Flexibility:  Family  needs  change  over  time  and  family  support  must  be  flexible 
and  responsive  to  the  unique  needs  and  strengths  and  multicultural  values  of  indi- 
vidual families  rather  than  fitting  families  into  existing  programs.  Family  supports 
are  options  offered  to  families  rather  than  services  imposed  on  them  by  profes- 
sionals and  providers. 

D.  Inclusion:  Families  should  be  supported  in  their  efforts  to  promote  the  inclu- 
sion of  their  children  with  disabilities  or  chronic  illness  and  themselves  into  edu- 
cation, recreation,  and  all  other  aspects  of  community  life  with  their  age  peers  with- 
out disabilities.  Support  to  families  must  build  on  social  networks  and  other  natural 
sources  of  support  wnich  exist  in  their  communities  and  make  use  of  public  and  pri- 
vate funding. 

E.  Family  expertise:  Families  are  experts  regarding  the  strengths,  competencies, 
capacities  and  needs  of  their  children  with  disabilities  or  chronic  illness.  Family 
supports  must  be  built  on  a  relationship  of  respect  and  trust  that  recognizes  and 
supports  the  family  as  the  primary  decision-making  unit  regarding  the  supports,  op- 
portunities and  services  it  needs.  Families  must  receive  timely,  user  friendly  infor- 
mation in  order  to  have  the  necessary  knowledge  to  make  choices  and  decisions  for 
the  family.  Accordingly,  families  must  particijpate  in  the  planning,  policy  making, 
implementation,  monitoring  and  evaluation  of  family  support  systems. 

F.  Family  contributions:  Families  who  have  children  with  disabilities  or  chronic 
illness  ennch  the  lives  of  all  citizens  through  their  contributions  to  the  economic 
health  and  social  fabric  of  the  State. 

G.  Individual  needs  and  aspirations:  Children  and  youth  with  disabilities  or 
chronic  illness  have  personal  needs  and  preferences  to  live,  learn  and  grow  and  to 
have  relationships.  Children  and  youth  with  disabilities  and  chronic  illness  have 
abilities,  competencies  and  dreams  and  should  be  supported  and  encouraged  to  pur- 
sue their  personal  desires. 

Final  July  9,  1993 
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LISrr  OF  SIGN-ONS  TO  FAMILY  SUPPORT  PRINCIPLES  AS  OF  JULY  7,  1993 

AIDS  Action  Council 

American  Academy  of  Physical  Medicine  and  Rehabilitation 

American  Association  for  Respiratory  Care 

American  Association  of  University  Affiliated  Programs  for  Persons  with  Devel- 
opmental Disabilities 

American  Association  on  Mental  Retardation 

American  Congress  of  Rehabilitation  Medicine 

American  Counseling  Association 

American  Occupational  Therapy  Association 

American  Speech-Language-Hearing  Association 

Autism  National  Committee  c/o  CLA 

Children  with  Attention  Deficit  Disorders 

Epilepsy  Foundation  of  America 

Federation  of  Families  for  Children's  Mental  Health 

Learning  Disabilities  Association 

International  Association  of  Jewish  Vocational  Services 

Joseph  P.  Kennedy,  Jr.  Foundation 

National  Association  of  Developmental  Disabilities  Councils 

National  Association  of  Protection  and  Advocaqy  Systems 

National  Association  of  State  Directors  of  Special  Education,  Inc. 

National  Center  of  Learning  Disabilities 

National  Head  Injury  Foundation 

National  Parent  Network  on  Disabilities 

National  Recreation  and  Park  Association 

National  Spinal  Cord  Injury  Association 

Spina  Bifida  Association  of  America 

The  Accreditation  Council  of  Services  for  People  with  Disabilities 

The  Arc 

The  Association  for  Persons  with  Severe  Handicaps 

The  National  Association  of  State  Directors  of  Developmental  Disabilities  Serv- 
ices, Inc. 

United  Cerebral  Palsy  Associations,  Inc. 

Senator  Harkin.  Allan,  again,  thank  you.  As  you  have  in  the 
past,  you  have  provided  a  very  thought  provoking  statement.  It  is 
in  keeping  with  your  great  tradition,  and  I  appreciate  it  very  much. 
Thank  you. 

Mr.  Bergman.  Thank  you.  Senator. 

Senator  Harkin.  Mr.  Shumway,  again,  welcome.  Mr.  Shumway 
is  Director  of  the  Division  of  Mental  Health  and  Developmental 
Disabilities  Services  for  the  State  of  New  Hampshire.  Please  pro- 
ceed. 

Mr.  Shumway.  Good  morning.  Senator  Harkin.  I  am  honored  and 
pleased  to  appear  before  you  in  strong  support  of  the  Families  of 
Children  with  Disabilities  Support  Act.  This  modest  statute  has  the 
potential  to  influence  government  policy.  Federal,  State,  and  local, 
more  positively  than  do  manv  of  the  Federal  Government's  largest 
pieces  of  legislation.  I  know,  because  New  Hampshire  has  taken  its 
first  steps  in  this  direction  of  family  support,  and  it  is  the  best 
human  services  policy  that  we  have  made  in  at  least  two  decades. 

This  proposed  legislation  is  similar  to  New  Hampshire's  family 
support  law,  supported  and  signed  by  Grovernor  Sununu  in  1988. 
For  the  love  of  our  families,  for  the  sake  of  us  all,  was  the  rallying 
cry  that  brought  families  of  persons  with  developmental  disabilities 
and  interested  citizens  together  for  2  years  of  planning. 

We  worked  long  and  hard  to  make  sure  that  this  was  the  right 
move.  Three  years  later,  our  experience  was  so  positive  that  Gov- 
ernor, now  Senator  Gregg  in  his  first  budget  message  to  our  State 
legislature  proposed  expanding  the  family  support  services  state- 
wide, including  our  more  rural  north  country. 
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Governor  Gregg  also  established  two  other  important  policy  ini- 
tiatives in  this  area.  First,  we  embarked  on  a  voucher  system  for 
the  combination  of  early  intervention  services  and  family  support 
services.  For  example,  a  family  of  a  two-year-old  child  with  disabil- 
ities could  tailor  their  own  program,  such  as  respite  care  from  a 
neighbor,  regular  day  care  with  supports,  extra  clothing,  other  ba- 
sics, or  the  family  could  choose  to  attend  the  more  traditional  early 
intervention  progrrams  with  in-home  visiting  and  respite  workers. 
The  parents  loved  the  choices  and  the  kids  did  great. 

Second,  Governor  Gregg  also  started  our  first  pilot  programs  of 
family  support  for  parents  of  children  with  mental  health  problems. 
More  recently,  our  current  Governor,  Governor  Stephen  Merrill,  ex- 
panded the  family  support  program  for  the  families  of  children 
with  emotional  difficulties.  That  statewide  expansion  went  so  well 
that  Governor  Merrill  has  just,  last  month,  appointed  a  task  force 
of  parents  to  study  the  family  support  needs  of  families  with  chil- 
dren with  chronic  physical  or  medical  illnesses. 

Why,  you  might  ask,  are  three  consecutive  Governors  of  a  very 
conservative  State  wild  about  family  support?  The  answer  lies  first 
in  the  values  that  underlie  family  support.  This  is  a  self-help  pro- 
gram; however,  it  does  not  stop  there.  Family  support  is  a  common- 
sense  problem  solver,  and  family  support  is  a  community  builder. 

Second,  family  support  is  a  very  cost  effective  policy  response  to 
helping  citizens  who  present  very  real  needs  that  are  often  very 
complex.  The  majority  of  New  Hampshire's  children  and  young 
adults  with  developmental  disabilities  and  other  handicapping  con- 
ditions are  living  at  home  and  being  cared  for  by  their  families. 
This  was  not  always  the  case. 

As  then-Governor  Gregg  stated  in  1991,  "We  can  all  be  proud  of 
New  Hampshire's  achievements  in  the  area  of  services  for  our 
neighbors  with  disabilities.  In  a  little  more  than  a  decade,  the 
Granite  State  has  moved  into  a  position  of  leadership.  Other  States 
look  to  New  Hampshire  in  trying  to  duplicate  our  efficient  and  cost- 
effective  ways  of  providing  services.  One  of  the  special  qualities  we 
have  found  here  is  the  enormous,  life-affirming  role  of  our  families 
who  care  for  their  relatives  with  developmental  disabilities.  New 
Hampshire  families  have  repeatedly  made  it  clear  that  they  are 
willing  to  be  caregivers,  they  just  want  help  when  they  feel  it  is 
needed." 

Institutions  were  built  in  every  State.  Thousands  of  children  and 
adults  with  disabilities  were  separated  from  their  families  and 
placed  into  those  large,  isolated  State  schools  and  hospitals.  Seg- 
regation and  isolation  are  not  good  for  children  with  disabilities. 
They  are  not  good  for  the  adult  who  the  child  will  become,  or  the 
family  who  has  responsibility  for  their  child's  life  well  into  adult- 
hood. 

Families  of  the  1990s  are  grateful  not  to  be  pressured  into  plac- 
ing their  disabled  children,  but  they  are  not  the  American  house- 
holds of  the  1800s  who  had  extended  families  and  simpler  lives.  To- 
day's family  may  be  headed  by  a  single  parent,  may  be  an  adoptive 
family,  a  family  with  step-parents,  step-children.  The  mother  of  a 
1990s  family  quite  possibly  works  outside  the  home. 

Recent  medical  and  technological  advances  have  made  drarnatic 
improvements  in  the  lives  of  people  with   disabilities.   Families, 
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however,  have  not  received  the  same  attention  or  resources  in  their 
struggle  to  care  for  disabled  family  members.  It  is  time  that  that 
changed. 

Government  policy  reflects  that  complex  and  fractured  history. 
Establishing  a  policy  of  family  support  begins  to  change  all  that. 
When  family  support  becomes  the  norm,  tne  local  and  State-level 
family  support  councils  bring  a  simplifying,  common  sense  influ- 
ence to  our  programs.  Empowering  families  works  to  empower 
State  and  Feckral  Governments  to  begin  to  change. 

In  New  Hampshire,  family  support  values  led  to  our  planning  in 
moving  with  Part  H  of  the  IDEA.  Your  leadership.  Senator  Harkin, 
is  havmg  a  profoundly  positive  effect  in  New  Hampshire  as  we  im- 
plement this  program.  We  have  linked  family  support  and  Part  H. 
It  has  proven  to  be  one  of  the  most  positive  steps  we  have  taken. 
This  flexible  family  support  legislation  would  be  a  worthy  next 
step. 

Family  support  values  must  guide  our  policy  making  in  all  50 
States  and  in  the  Federal  Government.  New  Hampshire  s  local  and 
State  family  support  councils  applaud  your  efforts. 

I  would  be  happy  to  answer  questions.  Thank  you. 

Senator  Harkin.  Mr.  Shumway,  thank  you  very  much,  again,  for 
coming  a  great  distance  and  for  your  testimony,  as  well  as  for  your 
leadership  in  your  State  and  showing  us  that  States  are  willing  to 
do  this.  They  are  willing  to  change  and  adopt  these  new  systems 
of  family  support. 

I  was  interested  that  both  you  and  Mr.  Bergman  used  the  words 
"common  sense".  It  really  is  just  a  common  sense  approach.  You 
wonder  why  we  didn't  think  of  it  20  years  ago.  Wliy  did  it  take  so 
long  to  do  this?  It  was  always  working  with  the  State,  trying  to  do 
something  with  the  child  with  disabilities  as  if  that  person  was  a 
separate  entity  from  the  family  and  the  parents  and  everj^ihing.  I 
don't  understand  that.  I  guess  you  kind  of  gave  a  little  history  of 
it  in  your  written  statement,  now  this  evolved  through  institu- 
tionalization and  things  like  that. 

Memories  come  back.  I  remember  when  I  was  a  kid  growing  up 
in  a  small  town  in  Iowa,  a  family  there  had  a  child  with  Downs 
syndrome.  I  don't  know  what  happened.  I  was  young  at  the  time, 
and  I  don't  know  what  was  going  on,  but  I  know  the  child  was  sent 
away  to  the  State  institution,  and  something  happened  there  and 
then  the  child  was  brought  back  home  and  lived  with  his  parents 
the  remainder  of  his  parents'  lives.  It  was  good  for  the  community, 
too,  and  it  was  good  for  the  family. 

I  didn't  think  about  it  then,  but  looking  back,  I  am  wondering 
why  they  even  took  the  kid  away  in  the  first  place.  Obviously,  he 
was  happier  at  home,  his  parents  were  happier,  his  community  was 
happy.  Everybody  loved  him,  and  he  got  along  well.  He  did  some 
jobs  in  town  and  worked  for  the  local  church.  He  had  a  great  life, 
and  he  didn't  need  to  be  institutionalized. 

But  I  will  bet  you,  if  I  looked  back  then,  the  State  was  willing 
to  institutionalize  that  kid,  but  I  will  bet  when  he  went  home  to 
the  parents,  I  will  bet  they  didn't  give  the  parents  anything. 

Mr.  Bergman.  I  am  sure. 

Senator  Harkin.  I  am  talking  about  the  1940s  and  early  1950s. 
I  will  bet  they  didn't  get  anything. 
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We  move  ahead;  I  just  wonder  why  it  took  so  long. 

The  only  thing  I  would  maybe  want  you  both  to  comment  on  just 
a  little  further,  and  I  just  want  to  make  sure  my  thinking  is  crystal 
clear  on  this  and  that  I  have  it  down,  is  there  a  need  for  a  separate 
program  of  family  support  for  families?  Does  the  establishment  of 
a  separate  council  with  the  authority  to  use  existing  councils  make 
sense?  Does  it  provide  sufficient  flexibility? 

I  guess  the  other  question  I  ask,  can  $200,000  to  $500,000  to  a 
State  make  a  difference?  The  previous  panel  said,  yes. 

Those  are  the  three  things — a  separate  program,  separate  coun- 
cil, and  about  the  sum  of  money. 

Mr.  Shumway. 

Mr.  Shumway.  I  think  a  good  analogy,  going  back  to  your  earlier 
statements,  is  that,  finally,  we  discovered,  much  like  General  Mo- 
tors discovered,  the  total  quality  management  analogy,  that  we  had 
to  start  listening  to  our  customers,  in  this  case,  the  families  and 
persons  with  disabilities.  It  was  a  hard  lesson  for  our  business  com- 
munity and  it  is  now  a  hard  lesson  for  our  governments,  but  it  is 
a  lesson  that  we  must  heed. 

In  listening,  do  we  need  a  council?  Do  we  need  to  bring  families 
up  into  policy  setting?  Do  we  need  to  bring  that  voice  up  into  State 
Government?  The  answer  is,  absolutely,  or  we  will  fail  in  imple- 
menting policies  to  help  people  to  lead  to  results,  to  deliver  on  the 
outcomes,  in  the  health  care  reform  terminology  that  we  are  talk- 
ing about  these  days. 

Is  another  council  the  thing  to  do?  When  you  hear  David  and 
when  vou  hear  the  other  folks  talk  about  that  24-hour-a-day  re- 
sponsibilities, their  four  hours'  sleep,  and  these  are  people  who 
want  to  put  the  time  into  this,  the  answer  is,  yes,  I  think  we  prob- 
ably ougnt  to  be  listening  to  those  folks. 

Senator  Harkin.  Allan? 

Mr.  Bergman.  I  don't  have  a  lot  to  add.  I  guess  the  word  I  might 
want  to  tinker  with  in  this  wonderful  land  of  ours  is  do  we  need 
a  separate  program.  I  think  we  need  a  separate  policy.  Family  sup- 
port is  not  a  progp-am.  Family  support  is  a  set  of  principles,  it  is 
a  set  of  values,  it  is  a  redefinition  of  the  locus  of  control,  it  is  an 
empowerment  strategy,  and  frankly,  we  need  the  council,  because 
it  has  to  be  cohesive,  across  all  of  State  policy.  It  isn't  just  a  mental 
health  issue. 

It  isn't  just  a  mental  retardation/developmental  disability  issue. 
It  isn't  just  the  children  with  chronic  health  needs  or  chronic  ill- 
ness issue.  It  is  a  strategy  and  a  policy  and  a  set  of  principles  that 
have  to  be  infused  across  all  of  State  and  local  government  and  the 
Federal  Government  about  how  we  are  going  to  change  the  rules 
in  1994  and  beyond  in  saying  we  do  recognize  the  families. 

So  we  do  need  an  initiative  which  sets  that  out  clearly  and  con- 
cretely across  all  the  domains  for  all  children,  regardless  of  the  cat- 
egory or  diagnostic  label,  from  birth  to  21  years  of  age. 

Senator  Harkin.  I  guess  we  can't  say  it  often  enough  nor  include 
it  often  enough  in  whatever  we  are  doing  here. 

Mr.  Bergman.  Not  at  all.  Certainly,  1  would  suggest  to  Senator 
Durenberger — he  has  asked  for  it,  so  I  will  go  on  tne  record — if  he 
and  your  staff  and  his  staff  would  like  some  help  in  looking  at  how 
to  put  some  of  these  principles  from  a  family  context  into  health 
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care  reform,  that  would  certainly  be  helpful  and  appropriate,  but 
I  don't  think  it  is  a  substitute  for  putting  this  piece  of  legislation 
forward  across  all  the  domains  for  two  reasons. 

One,  this  is  a  three-year  piece  of  legislation  for  systems  change 
in  the  States,  and  at  its  best,  it  appears  we  are  not  going  to  see 
health  care  reform  implemented  before  1998  in  terms  of  universal 
coverage,  and  the  other  things  are  phased  in.  So  by  the  tinie  that 
is  phased  in,  we  could  have  laid  a  very  nice  foundation  with  the 
systems  change  legislation  in  all  the  States  to  really  embrace  these 
values  and  principles. 

Senator  Harkin.  Very  true.  We  are  considering  making  the  fam- 
ily support  bill  Part  1  of  IDEA,  the  Individuals  with  Disabilities 
Education  Act.  What  do  you  think  of  that? 

Mr.  Shumway.  If  I  could,  again — ^forgive  me,  Allan.  You  can  do 
the  next  one. 

Mr.  Bergman.  That  is  all  right. 

Mr.  Shumway.  In  New  Hampshire,  it  would  be  ideal  to  do  that. 
Part  H  provides  some  very  progressive  language,  and  I  think 
among  the  most  progressive  language  in  talking  about  IFSPs,  Indi- 
vidual Family  Support  Plans,  and  so  forth.  Linkage  of  this  Act  is 
of  great  value.  This  Act  goes  beyond  Part  H;  that  is  good. 

Senator  Harkin.  That  is  right. 

Mr.  Shumway.  But  when  we  start  out  in  our  first  encounters  in 
working  with  a  family,  we  don't  send  them  to  the  early  interven- 
tion program  and  then  have  them  go  to  the  family  support  program 
and  then  have  them  go  to  the  next  program  and  so  forth,  on  down 
the  line.  We  try  to  make  it  one-stop  shopping.  We  try  to  make  it 
a  single,  integrated,  positive  experience  for  families. 

That  is  much  what  Part  H  has  advocated  for,  with  the  inter- 
agency coordinating  coimcil  effort  that  is  involved  there.  This  fits 
perfectly  to  that,  and  we  have  linked  our  family  support  program 
to  our  early  intervention  programs,  so  that  when  families  first  en- 
counter us,  they  see  a  single,  positive  menu  of  options. 

I  mentioned  a  voucher  program.  That  voucher  is  a  single,  all-in- 
clusive voucher,  not  a  categorical  voucher  for  this,  a  separate  pro- 
gram for  that,  and  so  forth.  We  have  brought  them  all  together. 
Linkage  would  be  very  good  for  us. 

Mr.  Bergman.  Mv  response,  Mr.  Chairman,  is  I  think  where  you 
place  it  is  of  much  less  importance  than  when  it  gets  done  and  that 
it  gets  out  there.  That  is  really  your  call  and  the  committee's  call 
about  where  do  we  place  it,  what  is  the  vehicle,  but  I  do  think 
there  is  one  important  piece,  if  you  are  going  to  put  it  into  IDEA, 

The  bill  as  drafted  puts  the  authority  for  this  legislation  with  the 
Secretary  of  Health  and  Human  Services,  and  I  think  the  message 
was  very  loud  and  clear  from  the  families  across  the  country  who 
have  been  working  on  this  for  the  last  year-and-a-half  They  really 
want  it  in  HHS.  They  would  not  particularly  want  to  see  this  in 
the  Department  of  Eaucation,  from  an  administrative  perspective. 

Senator  Harkin.  But  you  don't  have  any  objection  to  it  being  in 
Part  1.  That  is  fine. 

Mr.  Silverstein  just  reminded  me  that  even  though  we  had  it  in 
IDEA,  that  doesn't  mean  that  it  has  to  be  administered  by  the  De- 
partment of  Education. 

Mr.  Bergman.  Right. 


46 

Senator  Harkin.  It  can  be  done  by  Health  and  Human  Services, 
and  we  have  done  that  in  other  areas,  too. 

Mr.  Bergman.  I  understand.  I  just  wanted  to  clarify  for  the 
record,  in  terms  of  what  the  wishes  and  the  desires  of  the  families 
were. 

Senator  Harkin.  In  developing  the  structure  of  the  bill,  consider- 
ation was  given  to  earmarking  nonprofit,  family-directed  organiza- 
tions as  the  recipients  of  funding  instead  of  State  agencies.  How- 
ever, the  final  decision  was  made  to  make  the  States  the  grantees 
in  recognition  of  the  fact  that  key  State  agencies  run  the  systems, 
and  without  establishing  a  partnership  between  these  agencies  and 
the  families  through  their  work  on  the  council,  the  overall  goal  of 
the  legislation,  the  systems  change,  could  not  be  achieved. 

The  bill  also  requires,  however,  that  65  percent  of  the  funds  be 
expended  for  grants  and  contracts  to  conduct  authorized  activities. 
Do  you  ag^ee  with  this  type  of  framework,  and  does  that  make 
sense?  Do  you  see  any  necessity  to  change  that  at  all?  Allan? 

Mr.  Bergman.  No,  Senator.  In  fact,  there  was  great  discussion 
around,  again,  the  administrative  framework  within  the  States.  I 
think  the  conclusion  was,  if  there  is  going  to  be  systems  change, 
there  has  to  be  a  forged  partnership  between  families  and  govern- 
ment, at  least  in  the  executive  branch  and  we  would  hope  even  in 
the  le^slative  branch,  because  I  think  the  legislation  calls  for  the 
inclusion  of  at  least  one  member  of  the  legislature  as  part  of  the 
family  support  council,  or  maybe  it  is  permissive,  I  don't  remember. 

I  think  tne  feeling  was,  if  we  take  it  outside  of  the  sphere  of  gov- 
ernment, that  we  are  not  going  to  get  the  partnership,  we  are  not 
going  to  get  the  collaboration  that  is  necessary,  and  we  are  not 
going  to  get  the  ultimate  accountability  and  impact,  which  is  to  re- 
direct resources,  recraft  policy,  and  put  much  more  individualiza- 
tion and  flexibility  into  the  system. 

So  it  has  to  be  done  in  partnership  between  the  families  and  the 
folks  who  are  in  charge  of  government  through  the  Governors'  ap- 
pointments to  the  councils,  making  sure  that  they  are  all  at  the 
table  together,  working  in  unison  to  recraft  this  new  vision. 

Senator  Harkin.  Don? 

Mr.  Shumway.  I  concur. 

Senator  Harkin.  Again,  thank  you  very  much,  both  of  you,  for 
your  help  and  support  in  getting  this  legislation  drafted  and  to  the 
point  where  I  think  we  have  something  that  we  can  all  a^ee  we 
can  work  on.  Now,  all  we  have  to  do  is  get  it  through  this  year. 
We  will.  One  way  or  the  other,  we  will  get  it  through. 

I  think  your  point  is  well  made,  that  it  is  important  to  get  it 
through  regardless  of  what  we  do  on  health  care,  because  health 
care  is  going  to  take  a  long  time  to  get  implemented.  If  we  get  in 
there  first  and  get  this  established,  it  will  form  the  basis  on  which 
health  care  reform  will  assist  families  with  children  with  disabil- 
ities. 

[The  prepared  statement  of  Mr.  Shumway  follows:] 

Prepared  Statement  of  Donald  L.  Shumway 

Senator  Harkin,  members  of  the  Senate  Subcommittee  on  Disability  Policy,  my 
name  is  Donald  Shumway.  I  am  the  director  of  the  New  Hampshire  Division  of 
Mental  Health  and  Developmental  Services.  I  am  honored  and  pleased  to  appear  be- 
fore you  in  strong  support  of  the  Families  with  Children  with  Disabilities  Support 
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Act.  This  modest  statue  has  the  potential  to  influence  government  policy  (Federal, 
State,  and  local)  more  positively  tnan  do  many  of  the  largest  pieces  of  Federal  le^s- 
lation.  I  know,  because  New  Hampshire  has  taken  its  first  steps  in  this  direction 
of  family  support,  and  it  is  the  best  human  services  policy  choice  that  we  have  made 
in  at  least  two  decades. 

This  proposed  legislation  is  similar  to  New  Hampshire's  Family  Support  law,  sup- 
ported and  signed  Dy  Gk)vemor  Sununu  in  1988.  For  the  Love  of  Our  Families,  For 
the  Sake  of  ifa  AH"  was  the  rallying  jry  that  brought  families  of  persons  with  devel- 
opmental disabilities  and  interested  citizens  together  for  two  years  of  planning.  We 
worked  long  and  hard  to  be  sure  this  was  the  right  move.  Three  years  later  our  ex- 
perience was  so  positive  that  Governor  (now  Senator)  Gregg,  in  his  first  budget  mes- 
sage to  our  State  Legislature,  proposed  expanding  the  family  support  services  state- 
wiae,  including  our  more  rural  north  country.  Governor  Gregg  also  established  two 
other  important  policy  initiatives  in  this  area: 

(1)  We  embarked  on  a  voucher  system  for  the  combination  of  early  intervention 
services  and  family  support  services.  For  example,  a  family  of  a  two-year-old  child 
with  disabilities  could  taUor  their  own  program  such  as  respite  care  from  a  neigh- 
bor, regular  day  care  with  supports,  and  extra  clothing  or  other  basics.  Or,  the  fam- 
ily could  attend  the  traditional  early  intervention  program  with  in-home  visiting 
and  a  respite  worker.  The  parents  loved  the  choices  and  the  kids  did  great. 

(2)  Governor  Gregg  also  started  our  first  pilot  programs  of  family  support  for  par- 
ents of  children  with  mental  health  problems. 

More  recently,  our  current  Cxovemor,  Stephen  Merrill,  expanded  the  family  sup- 
port program  for  the  families  of  children  with  severe  emotional  difficulties.  That 
statewide  expansion  went  so  well  that  governor  Merrill  has  just  appointed  a  task 
force  of  parents  to  study  the  family  support  needs  of  families  with  cnronic  illnesses. 

Why,  you  might  ask,  are  three  consecutive  Governors  of  a  very  conservative  state 
wild  about  fanuly  support?  The  answer  lies  first  in  the  values  that  underlie  family 
support.  TTiis  is  a  seli-nelp  program;  however,  it  does  not  stop  there.  Family  support 
is  a  common  sense  problem-solver,  and  family  support  is  a  community  buUaer. 

Second,  family  support  is  a  very  cost-effective  policy  response  in  helping  citizens 
who  present  very  real  needs  that  are  often  very  complex.  The  majority  of  New 
Hampshire's  children  and  young  adults  with  developmental  disabilities  are  living  at 
home  and  being  cared  for  by  their  families.  This  was  not  always  the  case. 

As  then  Governor  Gregg  stated  in  1991:  We  can  all  be  proud  of  New  Hampshire's 
achievements  in  the  area  of  services  for  our  neighbors  with  developmental  disabil- 
ities. In  little  more  than  a  decade  the  Granite  State  has  moved  into  a  position  of 
national  leadership  in  the  field. 

Other  states  now  look  to  New  Hampshire  trying  to  duplicate  our  humane,  effi- 
cient, cost-effective  ways  of  providing  services  to  people  with  disabilities. 

One  of  the  spacial  qualities  we've  found  here  is  tne  enormous,  life-affirming  role 
of  our  families  who  care  for  their  relative  with  a  developmental  disability.  New 
Hampshire  families  have  repeatedly  made  it  clear  that  they  are  willing  to  be 
caregivers — they  just  want  help  when  they  feel  it's  needed. 

Institutions  were  built  in  every  state.  Thousands  of  children  and  adults  with  dis- 
abilities were  separated  from  their  families  and  placed  in  large,  isolated  state 
schools  and  hospitals  from  which  they  never  returned. 

Segregation  and  isolation  are  not  good  for  the  child  with  disabilities.  They  aren't 
good  for  the  adult  who  the  child  will  hecome  or  for  the  family  who  has  responsibility 
for  their  child's  life  well  into  the  adult  years. 

Families  of  the  1990's  are  grateful  not  to  be  pressured  into  placing  their  disabled 
children;  but  they  are  not  the  American  households  of  the  1800's  who  had  extended 
families  and  simpler  life  styles. 

Today's  family  may  be  headed  by  a  single  parent.  It  may  be  an  adoptive  family 
or  a  fsunily  with  a  stepparent  and  stepchildren.  The  mother  of  a  1990's  family  is 
likely  to  work  outside  the  home. 

Recent  medical  and  technological  advances  have  made  dramatic  improvements  in 
the  lives  of  people  with  disabilities.  Families,  however,  have  not  received  the  same 
attention  or  resources  in  their  struggle  to  care  for  disabled  family  members.  It  is 
time  that  changed. 

Government  policy  reflects  that  complex  and  fractured  history.  Establishing  a  pol- 
icy of  family  support  begins  to  change  all  that.  When  family  support  becomes  the 
norm,  the  local  and  state  level  family  supjjort  councils  bring  a  simplifying,  common 
sense  influence  to  our  programs.  Empowering  families  works  to  empower  State  and 
Federal  (jovemments  to  begin  to  change. 

In  New  Hampshire  family  support  values  led  our  planning  in  moving  forward 
with  Part  H  of  IDEA.  Your  leadership,  Senator  Harkin,  is  having  a  profoundly  posi- 
tive impact  in  New  Hampshire  with  Part  H.  This  flexible  family  support  legislation 
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would  be  a  worthy  next  step.  Family  support  values  must  guide  our  policymaking 
in  all  fifty  states  and  in  the  Federal  Government.  New  Hampshire's  local  and  State 
Family  Support  Councils  applaud  your  efTorts. 

Thank  you   all   very  much   for  being  here.   The   subcommittee 
stands  adjourned  until  some  other  time  in  the  future. 
[Whereupon,  at  11:19  a.m.,  the  subcommittee  was  adjourned.] 
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